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I.   IDENTIFICATION  DATA 


State: 


Federal  Fiscal  Year  Reporting:     1993 
(October  1,  1992  -  September  30,  1993) 


State  Council: 


MASSACHUSETTS  DEVELOPMENTAL 

DISABILITIES  COUNCIL 

600  Washington  Street,  Room  670 

Boston,  Massachusetts  02111 

(617)  727-6374 

(  617  )  727-1885  (TDD) 


4 


Designated  State  Agency: 


ADMINISTERING  AGENCY  FOR 

DEVELOPMENTAL  DISABILITIES 

600  Washington  Street,  Room  670 

Boston,  Massachusetts  02 111 

(617)  727-4178 


The  Designated  State  Agency  does  not  provide  direct 
services . 


Name  of  Preparer:   Jody  Williams 
Telephone  Number:    (617)  727-6374 


x.110 


II.  REPORTING  YEAR  (FFY  19*3) 


Background  regarding  DP  State  Plan  Priority  Areas.  Goals,  and  Objectives 

The  federal  DD  Act  asks  state  Councils  to  "package"  their  major 
categories  of  concentration  in  so-called  "priority  areas."  The 
version  of  the  Act  in  effect  throughout  1993  was  enacted  in  1990. 
This  law,  P.L.  101-496,  required  one  priority  (Employment 
Activities)  and  suggested  several  other  possible  federal  priority 
areas  from  which  states  could  choose;  these  were  Community  Living 
Activities,  Case  Management  Activities,  Child  Development 
Activities,  and  System  Coordination  and  Community  Education 
Activities.  The  reauthorized  version  of  the  DD  Act  is  before  the 
Congress,  and  expected  to  be  enacted  in  early  1994. 

The  Massachusetts  Council,  via  its  planning  process,  selected  two 
federal  priority  areas  for  the  three-year  planning  cycle  covering 
Federal  Fiscal  Years  (FFYs)  1992-1994: 

•  Employment      (required  federal  priority) 

•  System  Coordination  &  Community  Education      (optional  federal 

priority  selected  by  Mass.  Council) 

The  term  "employment  activities"  refers  to  activities  "as  will 
increase  the  independence,  productivity,  or  integration  of  a  person 
with  developmental  disabilities  in  work  settings." 

The  term  "system  coordination  and  community  education  activities" 
means  activities  that: 

(A)  eliminate  barriers  to  access  and  eligibility  for 
services,  supports,  and  other  assistance, 

(B)  enhance  systems  design  and  integration  including  the 
encouragement  of  the  creation  of  local  case  management  and 
information  and  referral  statewide  systems,  and 

(C)  enhance  individual,  family  and  citizen  participation 
and  involvement. 

P.L.  101-496,  Section  102 

The  DD  Act  further  requires  that,  for  each  three-year  cycle  and  in 
each  annual  state  plan,  Councils  describe  their  intentions  in  the 
form  of  one  or  more  general  goals  and  specific  plan-year 
objectives.  In  the  interests  of  simplicity  and  clarity,  the 
Council  articulated  a  single  goal: 


1992-94  STATE  PLAN  GOAL 

To  promote  independence,  productivity,  and 
integration  among  all  people  with  developmental 
disabilities  through  advocating  for  the 
maintenance  and  further  development  of 
individual  and  family  supports. 
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Eight  objectives  for  the  plan  year  were  chosen  as  specific  areas  in 
which  we  would  work  toward  our  goal.  Each  objective  includes 
several  specific  activities  which  were  selected,  then  undertaken, 
to  help  reach  our  goal.  Activities  utilize  one  or  more  kinds  of  DD 
program  resources:  (a)  people  involved  directly  with  the  Council, 
that  is  Council  members,  committee  members,  and  staff;  and  (b) 
grant  project  resources,  including  the  Administering  Agency,  grant 
monies,  and  numerous  grantees. 

The  following,  Section  II. A.  #s  1-8,  describes  the  major  activities 
and  accomplishments  connected  with  the  eight  objectives  undertaken 
during  FFY  1993  (October  1,  1992  through  September  30,  1993),  in  a 
format  recommended  by  the  federal  Administration  on  Developmental 
Disabilities. 

We  recommend  reading  this  annual  program  performance  report  in 
conjunction  with  the  Council's  1994  D.D.  State  Plan,  available  upon 
request  to  the  office. 

For  a  list  of  the  Council  members  —  hard-working  volunteers 
appointed  by  Governor  Weld  —  kindly  see  the  Appendix. 

Please  contact  the  office  for  any  other  information  you  desire.  We 
are  eager  to  involve  all  interested  persons  in  the  Council's  work. 


DD  Program  Staff 


Council  Administering  Agency 

Jo  Bower,  Planner  Daniel  Shannon,  Director 

Barbara  Chandler,  Planner     Evelyn  DiMaiti,  Grants  Manager 
Peggy  Freedman,  Planner       Liz  Fancher,  Program  Coordinator 
Herb  Moshkovitz,  Adm.  Asst.   Harold  Lieberman,  Adm.  Asst. 
Mary  Mullen-Miele,  Adm.  Sec. 
Deirdre  Whelan,  Legal  Counsel 
Jody  Williams,  Executive  Director 
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II.  A.  OBJECTIVES 


OBJECTIVE  #1  Family  Support 


1.   Name  and  description  of  objective: 

To  promote  a  mandate  for ■ an  entitlement  to  high  quality 
family  support  services. ., work  toward  state  legis- 
lation. . .support  families  to  articulate  their  needs  and 
desires ,  share  information. , .and  sponsor  and  monitor 
innovative  quality  services  which  enable  families  to 
support,  empower,  and  train  each  other. 


2 .   Goal : 

To  promote  independence,  productivity,  and  integration 
among  all  people  with  developmental  disabilities  through 
advocating  for  the  maintenance  and  further  development  of 

individual  and  family  supports. 


3.   Extent  to  which  objective  has  been  met: 

largely 


4.    1994  Expenditures  for  this  objective: 

A.   Federal:    $26,000  Educate  Parents  as 

Match:       8, 667  Policymakers /Year  Two 

$34,667 

Federal:    $10,000  Public  Awareness /Family 

Match:       3 ,333  Awareness  Day 
$13,333 


B. 

5.   Priority  area: 

System  Coordination  and  Community  Education 


6.   Classes  of  activities  that  were  pursued  for  meeting  the 

:.  ob  j  ec t  i ve  :  ;   . 

•  Activity  to  increase  capacities  and  resources  of 
entities  for  improved  service  delivery  to  persons  with 
development a 1  disabi 1 it  ies . 

•  Study  or  ana ly s i s 

•  Development  of  model  policies  and  procedures 

•  Presentation  (formal  or  informal  to  policy  makers) 

•  Training  for  access  to  or  for  provision  of  service 

•  Other  similar  activity  to  prevent  developmental 
disabilities  or  to  increase  independence,  productivity 
and  integration 


Gathering  information 
Outreach  activity 


7.    Kindly  see  next  page  for  summary  of  this  objective's 
activities  and  accomplishments. 


OBJECTIVE  #  1  Family  Supports 

Summary  of  Accomplishments 

Since  its  establishment  in  the  mid-1980s,  the  Council's  Family 
Support  Steering  Group  (FSSG)  has  promoted  a  mandate  for  family 
supports  in  the  state.  A  number  of  efforts  contributed  to  the 
recognition  of  the  importance  of  family  and  individual  supports  as 
the  result  of  our  activities  in  1993. 


•  Encouraging  Grassroots  Family  Organizations  and  Promoting  New  state 
Family  Support  Legislation 

The  Council  provided  a  second  year  of  funding  to  Human  Services 
Research  Institute  to  support  Families  Organizing  for  Change  (FOC) , 
a  grassroots  organization  of  family  members  of  people  with 
disabilities.  Over  the  course  of  the  year,  FOC's  steering  group 
met  on  a  regular  basis,  and  was  joined  by  representatives  of  the 
Departments  of  Public  Health  and  Mental  Retardation,  plus  several 
other  new  individuals  including  potential  applicants  for  the 
Council's  new  family  support/multi-cultural  outreach  project 
(described  below)  and  a  representative  of  the  Latino  Health 
Network.  FOC  members  continued  to  nurture  regional  groups;  and  its 
Steering  Committee  established  two  sub-groups,  one  to  work  on 
internal  organization  and  structure,  and  one  on  legislation.  The 
latter  redrafted  and  refiled  "An  Act  to  Support  Citizens  with 
Disabilities  and  Their  Families,"  House  Bill  #3001. 

After  a  member  of  Families  Organizing  for  Change  persuasively 
presented  the  legislation  to  the  Council's  Public  Policy  Committee 
in  November  1992,  the  bill  was  chosen  by  the  Council  as  its  number 
one  priority  bill  for  the  1993  session.  Council  representatives 
attended  the  June  8th  FOC-sponsored  lobby  day  at  the  State  House, 
and  helped  out  with  constituent  visits  to  legislators  to  present 
the  bill.  (The  bill  was  reported  favorably  out  of  the  Human 
Services  Committee,  but  as  of  fall  1993  remains  in  the  House  Ways 
and  Means  Committee . ) 

•  Cash  Assistance  Project  and  Evaluation 

The  Council  funded  a  three-year  pilot  Family  Cash  Assistance 
Project  which  ended  in  December  1992,  as  well  as  an  ongoing 
evaluation  of  the  project.  The  Project  provided  cash  assistance 
and  consultation  of  a  family  agent  to  thirty  families  who  care  for 
their  members  (up  to  age  eighteen)  with  developmental  disabilities 
at  home.  We  have  now  proven  that  this  concept  can  work  in 
Massachusetts  as  well  as  in  other  states,  and  the  Department  of 
Mental  Retardation  has  been  working  towards  implementing  this  way 
of  providing  families  with  control  over  their  services  through 
flexible  respite  care  programs  in  the  state  for  the  last  few  years. 


The  Project  evaluation  states  that  cash  assistance  must  be  a  top 
priority  in  any  future  family  support  strategy.  The  FSSG  plans  a 
follow-up  forum  during  the  winter  of  1994,  to  bring  together 
policy/decision-makers  with  family  members  to  discuss  cash 
assistance  and  other  types  of  family  supports,  to  build  consensus 
on  the  elements  of  a  comprehensive  system  of  family  supports  in  the 
state. 

(For  a  fuller  description  of  the  benefits  of  this  project,  please 
refer  to  section  II. C. ,  Major  Accomplishments  in  1993.) 


•  Public  Awareness 

Well  over  100  people  attended  "Family  Awareness  Day"  at  Boston  City 
Hall  Plaza  on  September  11,  1993  to  promote  wider  public  awareness. 
Local  TV  celebrities  spoke,  as  well  as  the  Chair  of  the  Family 
Support  Steering  Group  of  the  Council,  and  there  were  entertainment 
and  several  exhibits.  For  a  more  complete  description  of  this 
event,  please  refer  to  Section  II.  B. 

•  New  Projects  Designed  Jointly  with  Other  Council  Committees 

1.  Family  Support/Multi-cultural  Outreach  Project 

For  the  first  time,  several  members  of  the  Family  Support  Steering 
Group  and  the  Multi-cultural  Outreach  Committee  jointly  designed  a 
project  which  targets  families  within  communities  of  color  for 
education  about  family  support  services  and  empowerment.  The 
intent  is  to  increase  these  families'  access  to  services  and  to 
provide  them  with  the  opportunity  to  participate  in  the  "family 
support  movement . " 

The  grant  was  awarded  to  the  New  North  Citizens'  Council  in 
Springfield  in  association  with  the  Martin  Luther  King  Community 
Center,  and  started  up  in  the  fall  of  1993;  a  member  of  FOC  has 
been  involved  from  the  beginning.  First-year  funding  is  $90,000, 
with  anticipated  continuation  for  two  more  years.  (First  year 
funds  are  '92  monies,  while  second  year  funds  will  be  '94  monies.) 

2.  Personal  Care  Assistance  (PCA)  Research  Project 

The  Independence,  Productivity  and  Integration  (IPI)  Committee 
formulated  a  proposal  in  cooperation  with  FSSG  representatives,  for 
the  use  of  some  unexpended  1992  funds.  The  project,  to  be 
conducted  in  FFY  1994,  will  research  which  state  agencies  fund  PCA 
and  respite  care,  program  eligibility  criteria,  funding  levels,  and 
availability  to  individuals  with  disabilities  and  their  families. 
It  illustrates  how  a  mutual  concern  of  two  different  committees 
(Medicaid's  denial  of  PCA  eligibility  to  some  persons  on  the 
grounds  that  family  members  or  respite  providers  should  give  the 
service)  can  be  converted  quickly  into  a  project  whose  results  will 
give  the  Council  professional  guidance  for  future  advocacy  efforts. 


For  more  information,  please  refer  to  the  following  section  on 
Independence,  Productivity,  and  Integration. 

•  Advocacy  with  the  Executive  Branch  [Executive  Office  of  Health  and  Human 
Services  (EOHHS)  and  its  Agencies] 

Last  year,  the  Council  funded  the  McCormack  Institute  to  examine 
ways  in  which  Medicaid  could  fund  more  or  better  services  for 
people  with  developmental  disabilities.  The  Institute's  analysis 
and  recommendations  were  shared  with  several  Council  and  committee 
members,  and  the  state's  Medicaid  director  indicated  that  he  was 
open  to  further  discussion,  particularly  in  reference  to  possible 
opportunities  within  the  state's  general  managed  health  care 
waiver.  Since  the  issues  and  the  politics  are  complex,  the 
Council's  Executive  Committee  suggested  that  the  grantee's 
recommendations  be  reviewed  as  part  of  the  planning  process  for  the 
next  cycle,  FFY  95-97. 

FSSG  staff  continued  active  involvment  with  the  "Children's 
Services  Policy  Group. "  composed  of  key  EOHHS  agency  staff 
including  the  Commissioner  of  the  Office  for  Children.  Staff 
solicited  the  group's  support  of  "An  Act  to  Support  Citizens  with 
Disabilities  and  Their  Families,"  and  shared  other  Council 
concerns,  information,  and  positions  as  appropriate.  For  example, 
staff  brought  the  issue  of  services  for  children  with  Pervasive 
Developmental  Delay  and  the  lack  of  an  agency  with  responsibility 
for  them  from  the  Family  Support  Steering  Group  to  this  Group, 
which  then  sent  a  letter  to  Hans  Toegel  at  EOHHS  expressing  concern 
about  this  issue.   No  response  has  been  received  to  date. 

During  the  course  of  the  past  year,  the  Family  Support  Steering 
Group  has  monitored  developments  at  the  Department  of  Social 
Services  and  expressed  concerns  including: 

(1)  lack  of  training  for  DSS  workers  on  working  with  people  with 
disabilities  (both  children  with  disabilities,  as  well  as  their 
families,  and  adults  with  disabilities) ,  and  shared  some 
recommended  training  resources; 

(2)  the  danger  that  adoption  of  the  revised  mission  statement  will 
exclude  children  with  disabilities  if  they  do  not  pose  the 
classical  abuse/neglect  protection  issues.  We  have  particular 
concerns  about  children  with  psychiatric  issues  and  children  with 
special  health  care  and  family  support  needs  who  fail  to  meet  the 
criteria  for  admission  to  pediatric  nursing  facilities.  Staff 
brought  this  concern  to  the  Children's  Services  Policy  Group  as 
well  as  directly  to  DSS;  the  letter  to  the  new  Commissioner  of  OFC 
requested  that  the  proposed  plan  for  coordination  of  services  for 
children  include  a  disability  piece  to  be  addressed  in  a 
comprehensive  manner  as  well  as  an  assessment  of  the  potential 
impact  of  changes;  it  emphasized  that  if  supportive  services  are  to 
be  deleted  from  DSS,  they  must  first  be  placed  somewhere  else. 


DMR  Children's  Services  Coordinators:  When  funding  in  the 
Department  of  Mental  Retardation  for  its  children's  services 
workers  was  eliminated  in  the  FY  1994  state  budget,  the  Committee 
sent  letters  to  the  Department,  the  Governor,  and  EOHHS  Secretary 
Charles  Baker  to  express  concern.  In  its  response,  DMR  indicated 
that  it  will  make  sure  these  services  are  preserved;  and  it  advises 
as  of  late  fall  1993  that  staff  continue  to  cover  this  function. 

The  Council  co-sponsored  Children's  Advocacy  Day  at  the  State 
House,  which  brings  together  advocates  and  members  of  the  community 
around  issues  of  concern  for  children  each  year;  and  we  have 
informed  OFC's  Statewide  Advisory  Committee  staff  about  citizen 
support  legislation  and  Families  Organizing  for  Change. 

•  Other  Advocacy  and  Education  on  Issues  Concerning  Children 

The  Council  reviewed  and  commented  on  the  Department  of  Education's 
federal  1994-96  state  plan  for  special  education. 

Pursuant  to  a  request  from  the  U.S.  Dept.  of  Health  and  Human 
Services  in  Washington,  staff  met  several  times  with 
representatives  from  Head  Start,  the  Disability  Law  Center,  and  the 
New  England  DD  official  to  compare  resources  and  ideas  about 
training  on  disabilities  for  Head  Start  directors  and  disabilities 
coordinators  throughout  the  region;  participants  assisted  in 
setting  the  agenda  for  a  conference  which  will  take  place  in 
Connecticut. 

•  Committee  Self-Education 

At  its  committee  meetings  during  FY  1993,  the  FSSG  educated  itself 
and  guests  via  special  presentations  on  the  following  topics: 
Medicaid  and  Managed  Care,  SSI/Commonhealth,  child  welfare  reform 
and  the  children's  cabinet  proposal,  DSS's  mission  and  potentially 
unserved  groups,  the  Americans  with  Disabilities  Act,  PCA 
surrogacy,  multi-cultural  issues,  legislation  to  entitle  people  to 
PCA  services,  FOC  and  the  legislation  to  support  citizens  with 
disabilities  and  their  families;  and  the  national  United  Cerebral 
Palsy  Association's  perspective  on  Clinton's  proposed  health  care 
reform  and  managed  care  issues. 
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OBJECTIVE  #2   Supports  for  Integrated  Living  and  Working 


1, 


name  and  description  of  objectives 

To  increase  the  network  of  supports  a va i lab 1 e  to  and 
directed  by persons  with  disabilities/  to  enable  them 
better  to  live,  work,  learn  and  play  in  their 
communities , 


Goal: 

To  promote  independence ,  product i vity ,  and  integr a t  i  on 
among  all  people  with  developmental  disabilities  through 
advocating  for  the  maintenance  and  further  development  of 
individual  and  family  supports. 


3, 


Extent  to  which  objective  has  been  met: 

Lar  ge  ly .  -  ■; '. . 


4 .    Expenditures  for  this  objective: 

Federal:     $56,250     PASS  Grant 
Match:        25.475 

$81,725 


5-   Priority  area: 

Employment.   System  coordination  and  community  education 


6. 


Classes  of  activities  that  were  pursued  for  meeting  the 

object  i ve :  ■ ;  * 

•    Activity  to  increase  capacities  and  resources  of 

entities  for  improved  service  delivery  to  persons 

With  developmental  disabilities 

Study  or  analysis 


•  Gathering  inf orma t i on 
f|j   Outreach  activity 

•  Presentation  (formal  or  informal  to  policy  members) 

•  Tr a  in ing  for  acce ss  to  or  pr o v i  s  i  on  o f  ser vi c e 
other  similar  activity  to  prevent  developmental 
disabilities'  or  to  incr ea se  independence ; 
productivity  and  integration 
State  Plan  development 

Activity  addressing  the  implementation  of  1990 
Report  findings 

Coordinating  activity  other  than  above  (commenting 
on  other  State  Plans,  State  ICF/MR  actions , 
unserved /under ser ved ,  other) 
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Kindly  see  next  page  for  summary  of  this  objective's 
activities  and  accomplishments. 


OBJECTIVE  #2   Supports  for  Integrated  Living  and  Working 

Summary  of  Accomplishments 

Responsibility  for  implementing  this  objective  lies  with  the 
Council's  Integration/Productivity/ Independence  (IPI)  Committee. 
To  increase  the  involvement  of  consumers  in  its  activities,  the  IPI 
Committee  continued  to  work  in  three  subcommittees:  Employment, 
Personal  Assistance  Services,  and  Housing. 

The  Employment  Subcommittee  accomplished  the  following: 

Staff  and  one  MDDC  member  were  asked  to  join  the  Massachusetts 
Department  of  Personnel  Administration  (DPA)  new  Americans  with 
Disabilities  (ADA)  Task  Force,  to  review  all  state  personnel 
statutes,  regulations  and  policies  to  determine  ADA  compliance.  We 
examined  issues  of  civil  service  recruitment,  examination 
practices,  notifications,  training  and  promotion;  and  made 
recommendations  regarding  reasonable  accommodations,  protected 
class  status  and  affirmative  action  practices.  The  finished 
report,  soon  to  be  issued  to  the  Commissioner  of  the  DPA  and  the 
Director  of  the  Massachusetts  Office  on  Disability  (MOD) ,  will 
contain  recommendations  to  expand  and  improve  the  employment  of 
persons  with  disabilities  by  the  Commonwealth  of  Massachusetts. 

As  members  of  the  Massachusetts  Rehabilitation  Commission  (MRC) 
State  Advisory  Board  (SAC)  and  the  state  Independent  Living 
Council,  IPI  Committee  members  and  staff  monitored  the 
implementation  of  the  recent  amendments  to  the  Rehabilitation  Act. 
Particular  attention  is  being  paid  to  the  structure  and  functions 
of  these  two  bodies  that  will  be  changed  to  be  in  compliance  with 
the  Act.  We  commented  on  the  vocational  rehabilitation  plans  of 
both  MRC  and  the  Massachusetts  Commission  for  the  Blind,  evaluating 
the  activities  of  the  SAC  and  participating  in  the  long  term 
planning  activities.  Advocacy  was  also  successful  in  maintaining 
level  funding  although  the  VR  waiting  list  continues  to  grow  due  to 
the  lack  of  sufficient  funds  to  meet  the  demand. 

Supported  employment  programs  offered  by  the  various  state 
agencies,  identification  of  commonalities  and  differences  in 
service  delivery,  funding  streams  and  consumer  eligibility  are 
among  the  issues  examined  by  the  evaluation  and  long  term  planning 
activities  of  the  Executive  Office  of  Health  and  Human  Services' 
Office  of  Employment  Services  Supported  Employment  Council,  a  body 
on  which  staff  continued  active.  This  Council  has  been  successful 
in  creating  a  cooperative  environment  to  continue  strategic 
planning  into  the  next  fiscal  year. 

In  FY92,  the  DD  Program  awarded  a  three  year  $75,000  grant  to  Work, 
Inc. ,  to  develop  and  implement  a  pilot  project  for  technical 
assistance  to  consumers,  their  families  (when  appropriate) , 
advocacy  organizations  and  providers  in  accessing  and  using  Social 
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Security's  Plan  to  Achieve  Self  Support  program  (PASS) .  As  the 
result  of  expanded  outreach  into  new  areas  of  Massachusetts  during 
its  second  year,  approximately  60%  of  all  PASS  plans  approved  by 
the  Social  Security  Administration  in  FY93,  were  written  with  Work, 
Inc.'s  assistance. 


The   Personal   Assistance   Services   (PAS)   Subcommittee 
accomplished  the  following: 

The  struggle  to  ensure  the  provision  of  Medicaid-funded  Personal 
Care  Attendant  (PCA)  services  to  people  with  developmental 
disabilities,  particularly  children  and  adults  living  with  their 
families,  intensified  in  1993.  As  members  of  the  Medicaid  PCA  Task 
Force,  an  advocacy  coalition,  the  PAS  Subcommittee  supported  "An 
Act  to  Support  Community  Living,"  to  lift  Medicaid's  restrictive 
administrative  guidelines,  which  have  resulted  in  reduction  of  PCA 
hours  to  individuals  with  disabilities  living  with  others.  As  of 
early  December  1993,  this  bill  is  in  the  House  Ways  and  Means 
Committee,  where  it  is  highly  unlikely  it  will  be  reported  out 
favorably  due  to  concerns  about  increased  costs.  A  consumer  rally 
to  publicize  this  issue  had  been  held  in  November  1992,  the 
immediate  result  of  which  was  the  agreement  of  the  Medicaid 
Director  to  meet  with  advocates  to  re-examine  this  issue.  Although 
there  were  four  meetings  over  the  course  of  the  year,  Medicaid  has 
yet  to  ease  its  restrictive  administrative  guidelines.  The 
Disability  Law  Center  in  conjunction  with  other  Legal  Service 
agencies  commenced  pursuing  legal  action  on  these  PCA  restrictions. 

To  develop  a  clear  analysis  to  aid  our  future  advocacy,  the  Council 
determined  in  June  to  fund  a  research  project  (awarded  to  Human 
Service  Research  Institute)  to  study  Medicaid's  state  PCA 
guidelines,  funds  available  in  other  state  disability  agencies  for 
PCAs  or  PCA-like  services,  eligibility  requirements  and  the  impact 
of  all  these  issues  on  persons  with  DD.  The  study  will  be 
completed  in  FY94. 

The  Housing  Subcommittee  accomplished  the  following: 

Committee  members  and  staff  helped  organize  and  became  members  of 
a  new  group,  the  Mixed  Populations  Coalition,  which  is  comprised  of 
people  with  disabilities,  elders,  advocates  for  both  groups, 
housing  managers,  public  housing  authorities  and  low-income  housing 
advocates.  The  purpose  of  this  group  is  to  develop  solutions  to 
the  problems  present  in  elderly/disabled  housing  developments;  in 
its  first  year,  it  was  able  to  persuade  the  Governor  of 
Massachusetts  to  veto  budget  language  which  would  have  restricted 
younger  people  with  disabilities  to  a  10%  residency  cap.  In 
conjunction  with  Citizen's  Housing  and  Planning  Association 
(CHAPA) ,  the  Mixed  Populations  Coalition  conducted  training 
seminars  for  housing  managers  on  disability  and  elder  issues,  and 
began  to  develop  a  legislative  plan  for  constructively  dealing  with 
public  and  assisted  housing  issues  for  elders  and  people  with 
disabilities.  The  Mixed  Populations  Coalition  is  the  only  housing 
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coalition  nationwide  that  includes  all  the  interested  parties 
working  together. 

Committee  members  and  staff  prepared  comments  on  the  Dept.  of 
Housing  and  Urban  Development  (HUD)  Occupancy  Standards  Task  Force 
Report.  This  report  outlined  possible  regulatory  changes  in  HUD 
public  housing  that  would  affect  people  with  disabilities.  The  IPI 
Committee  also  outlined  a  proposal  based  on  the  HUD  report  to  seek 
additional  funding  for  the  MA  Housing  Registry  to  be  nationally 
replicated.  This  proposal  was  submitted  to  HUD  through  the 
sponsorship  of  U.S.  Rep.  Barney  Frank. 

Committee  members  and  staff  on  Mass  Rehabilitation  Commission's 
Housing  Ad  Hoc  Subcommittee  reviewed  several  types  of  housing 
models,  ranging  from  traditional  group  homes,  supported  living  to 
complete  integration.  The  Ad  Hoc  Subcommittee  developed  a 
checklist  of  program  features  that  should  be  present  in  an  HUD 
"811"  housing  proposal  before  MRC  signs  off.  The  philosophy  behind 
the  checklist  was  to  promote  integration,  inclusion  and 
independence  in  community  based  housing. 

Staff  has  continued  to  serve  on  the  Executive  Office  of  Health  & 
Human  Services'  Special  Needs  Task  Force.  Activities  for  the  last 
year  have  centered  on  the  facility  consolidation  progress,  consumer 
input  in  housing  policy  development,  and  support  for  housing 
service  budgets;  in  addition,  we  spent  a  considerable  amount  of 
time  reviewing  the  Mass  Rental  Voucher  Program's  impact  on  persons 
with  disabilities. 

The  Subcommittee  continued  to  track  and  influence  housing 
legislation  at  both  the  state  and  federal  levels.  Federally,  we 
have  been  following  the  developments  of  HUD's  Occupancy  Task  Force 
(mentioned  above) ;  and  next  federal  year  we  anticipate  reviewing 
HUD's  proposed  regulations  on  mixed  populations  issues, 
particularly  residency  caps.  On  the  state  level,  members  and  staff 
participated  in  CHAPA's  rental  voucher  project,  whose  end  result 
was  a  rental  voucher  proposal  which  adequately  addresses  the 
housing  needs  of  persons  with  disabilities.  This  proposal  will  be 
introduced  as  a  bill  during  the  next  legislative  session. 

The  Subcommittee  has  also  supported  the  Housing  Opportunities  in 
Massachusetts  for  Everyone  (HOME)  Coalition,  whose  legislative 
platform  addressing  the  housing  needs  of  all  the  low  income 
populations  in  our  state  now  expressly  incorporates  the  unique 
housing  needs  of  persons  with  disabilities.  The  Subcommittee  also 
followed  the  "Bond  Bill,"  comprehensive  housing  finance  legislation 
which,  if  passed,  would  provide  $35  million  of  new  money  for 
creating  housing  for  elders  and  persons  with  disabilities. 
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OBJECTIVE  #3   Multi-cultural  Outreach 


1. 


Mama  and  description  of  objective : 

To  empower  people  of  color  with  disabilities  by:  (l) 
supporting  and  collaborating  with  multi-cultural 
communities;  (2)  creating  an  environment  that  encourages 
constituency  involvement;  (3)  promoting  sensitivity  to 
issues  Of  cultural  diversity  in  the  council  and  with 
human  service  providers ;  and  { 4 )  supporting  the  HIV/ AIDS 
and  Disability  Network . 
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Goal: 

To  promote  independence,  productivity,  and  integration 
among  all  people  with  developmental  disabilities  through 
advocating  for  the  maintenance  and  further  development  of 
individual  and  family  supports. 


3. 


Extent  to  which  objective  has  been  nets 

Largely ||1 


4.   Expenditures  for  this  objective: 

A*   Federal:  $90,000   Continuation  of  training  and 

technical  assistance  to  service 
providers  in  multi-cultural 
communities 


B. 


Match: 

Federal:   $70,000 


$30,000 
$120,000 


Continuation  of  Project  in  Self  - 
Advocacy  for  people  of  color 
with  disabilities 


Match 


23/333 
$93,333 


NOTE:  Several  mini-grants,  noted  under  Objective 
devoted  to  this  objective; 


#6,  were  also 


Bji|  Priority  area i 

System  Coordination  and  Community  Education 


6.   Classes  of  activity  pursued: 

•    Activity  to  increase  capacities  and  resources  of 
entities  for  improved  service  delivery  to  persons 
with  developmental  disabilities , 
Gather  ing  inf  orma t  ion 
Outreach  act  i vity 

Training  for  access  to  or  for  provision  of  service 
State  Plan  development 

Activity  addressing  the  implementation  of  1990 
Report  findings 

Coordinating  activity ,  other  than  that  above 
Other  advocacy  activity ,  other  than  above 


7. 


Kindly  see  next  page  for  a  summary  of  this  objective's 
activities  and  accomplishments . 
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OBJECTIVE  #3   Multi-cultural  Outreach 


Summary  of  Accomplishments 


The  Multi-cultural  Outreach  Committee  (MOC) ,  which  is  responsible 
for  this  objective,  had  an  event-filled  year.   Its  major 
accomplishments  included  the  following: 

•  The  Committee  hosted  a  very  successful  "African-American 
Roundtable"  in  a  Boston  neighborhood,  which  drew  80 
participants  on  each  of  two  days  to  hear  presentations  about 
African-American  culture  and  reflect  on  the  experience  of 
African-Americans  with  disabilities.  This  program,  which 
featured  talks  by  two  members  of  the  Black  Legislative 
Caucus  and  the  attendance  of  several  others,  spawned  great 
interest  among  participants  in  strengthening  their  links  to 
the  Black  Caucus  and  educating  them  about  issues  facing 
people  of  color  with  disabilites. 

•  The  HIV/AIDS  and  Disability  Alliance,  founded  and  sponsored 
by  the  MOC,  sponsored  four  one-day  forums  around  the  state 
on  HIV  and  disability  issues.   These  educational  events  drew 
30-70  participants  each  and  provided  significant  education 
to  consumers  and  service  providers  about  the  common  issues 
facing  people  with  HIV/AIDS  and  other  disabilities.  Topics 
presented  included  the  disability  aspects  of  HIV,  universal 
precautions  and  safer  sex  practices,  HIV  transmission,  the 
Americans  with  Disabilities  Act,  accessing  entitlements,  and 
family  issues. 

•  The  MOC  played  a  significant  role  in  two  Council  meetings 
during  the  year.   In  February,  it  recruited  Representative 
Gloria  Fox,  a  member  of  the  Black  Legislative  Caucus,  as  the 
luncheon  speaker.  The  Committee  also  planned  and  hosted  the 
June  two-day  Council  program  on  "Building  and  Developing 
Cultural  Competence,"  for  some  60  Council  members  and  staff. 

•  The  Council,  through  MOC,  compiled  and  printed  the  third 
edition  of  "Disability  and  Diversity,"  an  annotated 
bibliography  of  Council  resources  on  disability  and  multi- 
cultural issues.  This  popular  document  will  be  distributed 
widely  in  1994. 

•  Both  members  and  staff  were  active  representing  the 
Committee  and  the  Council: 

*    Staff  planner  Jo  Bower  and  MOC  member  Lestina  Rucks 
consulted  with  the  Rhode  Island  Developmental  Disabilities 
Council  regarding  their  development  of  multi-cultural 
programs . 
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*  MOC  Chairperson  Rogera  Robinson  spent  one  day  per  week 
providing  support  and  technical  assistance  to  families  of 
color  and  staff  at  Dimock  Community  Health  Center. 

*  Council  and  MOC  member  Yoang  Jung  represented  the 
Massachusetts  Council  at  the  second  national  Multi-cultural 
Institute  sponsored  by  the  federal  Administration  on 
Developmental  Disabilities. 

*  Staff  planner  Jo  Bower  co-presented  a  workshop  on 
coalition  building  with  the  HIV  and  disability  communities 
at  the  national  TASH  conference;  and  she  participated  in 
several  other  local  and  national  collaborations  between  HIV 
and  disability  advocates,  further  exploring  the  common 
ground  between  these  communities. 

•  The  Council  through  MOC  made  further  significant  progress  in 
conceptualizing  and  planning  for  the  eventual  "spin  off"  of 
the  HIV/AIDS  and  Disability  Network,  an  activity  which  will 
be  completed  by  the  end  of  the  current  1992-94  three-year 
Developmental  Disabilities  plan. 

Through  its  grants  program,  the  DD  program  accomplished  the 
following  in  the  multi-cultural  arena: 

•  The  Council  funded  the  Latino  Health  Institute  of  Boston 
with  $70,000  to  provide  information  on  disability  and 
disability-related  resources  to  agencies  serving  communities 
of  color.   In  its  first  year,  the  project  solidified  its 
relationship  with  collaborating  agencies,  implemented 
consumer  surveys  of  perceived  needs  and  developed 
curriculum,  using  some  pre-existing  materials.   Initial 
training  sessions  for  service  providers  were  held  in  Boston 
and  Worcester. 

•  In  its  second  year  of  activity,  the  major  Council-funded 
Project  in  Self -Advocacy  for  Ethnic  and  Linguistic 
Minorities  with  Developmental  Disabilities,  based  at  Stavros 
Center  for  Independent  Living  in  Springfield,  continued  its 
outreach  to  consumers  from  non-dominant  cultural 
communities,  convened  and  developed  several  self -advocacy 
groups,  publicized  the  programs  on  a  local  television 
program,  and  hired  additional  consultants  to  assist  with 
outreach . 

•  With  a  mini-grant  of  $10,000,  the  New  Bedford  Association 
for  Retarded  Citizens  translated  materials  on  developmental 
disabilities  into  Portuguese  and  Spanish. 

•  Cerebral  Palsy  of  the  South  Shore,  with  a  $5,000  mini-grant, 
translated  a  brochure  on  PCA  and  family  support  services 
into  Portuguese  and  hired  a  Portuguese  speaking  skills 
trainer.   A  13-minute  television  interview  was  taped  and 
aired,  resulting  in  eight  referrals. 
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Using  a  $2,000  mini-grant,  United  Cerebral  Palsy  of 
MetroBoston  increased  its  dissemination  of  information  about 
its  PCA  program,  translating  application  materials  into 
Spanish,  Portuguese  and  Haitian  Creole.   The  program  also 
hired  Haitian  and  Portuguese  interns  to  disseminate  surveys 
on  the  PCA  program,  to  ascertain  the  need  for  PCA  services 
by  these  populations. 

MOC  staff's  consultations  with  the  Council's  legislative 
training  grantee  regarding  outreach  and  training  to  multi- 
cultural communities,  resulted  in  numerous  additional 
targeted  trainings  throughout  the  fall  of  1993. 
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OBJECTIVE  #4    Empowerment  Through  Public  Policy  Work 


1. 


Description  of  Objective: 

To  promote  individual  and  family  supports  for  all  people 
with  developmental  disabilities  through  policy  research 
and  analysis,  advocacy  and  increased  public  awareness. 


2. 


Goal: 

To  promote  the  independence,  productivity  and  integration 
among  all  people  with  developmental  disabilities  through 
advocating  for  the  maintenance  and  further  development  of 
individual  and  family  supports. 


3.    Extent  to  which  objective  has  been  met: 

Largely  (multi-year  effort) 


4. 


Expenditure  for  this  objective: 

Federal:        $80,000  Legislative  Advocacy  Training 
Match:  26 , 667 

$106,667 


5. 


Priority  area: 

System  Coordination  and  Community  Education 


6. 


Classes  of  activities  that  were  pursued  for  meeting  this 
objective: 

•  Activity  to  increase  capacities  and  resources  of 
entities  for  improved  service  delivery  to  persons 
with  developmental  disabilities 

•  Study  or  analysis 

•  Gathering  information 

•  Outreach  act  ivity 

•  Development  of  model  policies  and  procedures 

•  Presentation  (formal  or  informal)  to  policy  makers 

•  Training  for  access  to or  for  provision  of  service 

•  Other  similar  activity  to  prevent  developmental 
disabilities  or  to  increase  independence, 
product  ivity  y  and  integr at  ion 

•State  Plan  development 

V    Activity  addressing  the  implementation  of  1990 
Report  f  indings . 

•  Coordinating  activity,  other  than  above. 

•  Advocacy  activity  other  than  above  (commenting  on 
other  State  p lans  ;■ :  ■■ .:  State  ICF  / MR  actions ,  unserved , 
under served,  other) . 


7.   Kindly  see  next  page  for  a  summary  of  this  objective's 
activities  and  accomplishments . 
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OBJECTIVE  #4   Empowerment  Through  Public  Policy  Work 


Summary  of  Accomplishments 

The  Public  Policy  Committee  (PPC)  has  primary  responsibility  for 
implementing  the  activities  undertaken  pursuant  to  this  objective. 

•  Networking  and  Linkages 

The  Council,  through  both  members  and  staff,  continued  to  work  with 
other  advocacy  organizations,  coalitions  and  ad  hoc  groups  to  share 
information  on  disability  issues  and  to  educate  policy  makers  on 
our  priority  issues.  These  include:  the  Massachusetts  Human 
Services  Coalition,  Families  Organizing  For  Change,  Health  Care  For 
All,  Massachusetts  Law  Reform  Institute's  Ad  Hoc  groups  on  budget 
and  Medicaid  issues,  Massachusetts  Health  Council,  Coalition  for 
the  Legal  Rights  of  Persons  with  Disabilities,  Disabled  Persons 
Protection  Commission,  Disability  Law  Center,  Mass.  Office  on 
Disability's  ADA  Working  Group,  and  DMR's  Statewide  Advisory 
Council.  (Networking  and  linkages  also  take  place  through 
organizations  referenced  in  Objectives  1,  2,  3  and  5  above.) 

•  Legislative  Platform 

The  Council's  1993  priority  bill,  An  Act  to  Support  Citizens  with 
Disabilities  and  their  Families,  was  reported  favorably  out  of  the 
legislature's  Human  Services  &  Elderly  Affairs  Committee.  As  of 
November  1993  this  bill  is  in  the  House  Ways  &  Means  Committee; 
members  of  Families  Organizing  For  Change  met  with  the  chairman  and 
his  staff  twice  in  1993,  and  we  hope  the  bill  will  move  onto  the 
House  floor  for  a  vote  soon  as  the  result  of  extensive  legislative 
alerts  from  the  Council. 

The  five  "Supported"  bills  on  the  Council's  1993  Legislative 
Platform  are: 

(1)  An  Act  to  Prevent  Unnecessary  Institutionalization  (will 
require  the  provision  of  services  in  the  community  for  anyone 
facing  institutionalization) ; 

(2)  An  Act  Providing  Services  to  those  Graduating  from  High  School 
or  Turning  22  (will  make  Turning  22  services  an  entitlement) ; 

(3)  An  Act  to  Support  Community  Living  (will  require  the 
provisions  of  Personal  Care  Attendant  (PCA)  services  by  Medicaid  to 
include  persons  living  with  family  members  or  caretakers) ; 

(4)  An  Act  to  Provide  Services  for  those  Persons  with  Mental 
Retardation  Who  are  Fifty  Years  or  Older  (will  create  an 
entitlement  for  services  for  older  persons  with  mental 
retardation) ; 

(5)  An  Act  to  Provide  Fetal  Alcohol  Warnings  to  Pregnant  Women 
(will  require  public  warnings  to  alert  pregnant  women  about  the 
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harmful  effects  of  alcohol  on  the  fetus) . 

An  Act  to  Prevent  Unnecessary  Institutionalization  was  kept  by  the 
initial  legislative  committee  for  redrafting,  and  no  further 
movement  is  anticipated  this  year.  An  Act  Providing  Services  to 
those  Graduating  from  High  School  or  Turning  22,  An  Act  to  Support 
Community  Living,  and  An  Act  to  Provide  Services  for  those  Persons 
with  Mental  Retardation  Who  are  Fifty  Years  or  Older  were  all 
reported  favorably  out  of  the  Joint  Human  Services  and  Elderly 
Affairs  Committee  to  the  House  Ways  &  Means  Committee,  where  they 
remain  at  the  end  of  the  1993  legislative  session.  An  Act  to 
Provide  Fetal  Alcohol  Warnings  to  Pregnant  Women  has  faced  much 
opposition  from  the  alcohol  industry  and  languishes,  despite 
strenuous  advocacy  during  the  year,  in  the  Joint  Committee  on 
Government  Regulations. 

A  separate  category  of  "Endorsed/ Opposed"  bills  allows  Council 
members  and  Council  Committees  to  sponsor  or  oppose  a  bill  after 
receiving  endorsement  or  opposition  confirmation  from  the  Council's 
Public  Policy  Committee.  This  means  an  individual  Council  member 
or  committee  can  work  on  a  bill  of  importance  to  persons  with 
disabilities,  using  the  Council's  name  as  having  endorsed  or 
opposed  the  proposed  legislation. 

The  MDDC  went  on  record  at  our  annual  Legislative  Reception  in 
March  1993  opposing  an  Ant i -Privatization  bill,  which  had  been 
filed  amid  much  partisan  political  furor  following  the 
Administration's  efforts  to  privatize  many  functions  formerly 
performed  by  state  agencies/ employees.  The  Council  and  ArcMass 
opposed  the  bill  because  we  felt  the  interests  of  individuals  with 
disabilities  in  need  of  services  had  been  caught  (and  lost)  in  the 
crossfire  between  Governor  Weld's  privatization  efforts  and  the 
state  workers'  unions'  efforts  to  protect  existing  jobs. 
Anticipating  that  passage  of  the  bill  would  slow  movement  from 
institutions  to  the  community,  consumers  and  advocates  urged  the 
political  debate  to  focus  on  providing  community  services  that 
improve  the  status  of  clients'  lives  as  well  as  promote  economic 
development  in  areas  affected  by  the  closing  of  institutions. 
After  much  discussion,  debate,  and  uncertainty,  the  bill  was 
enacted  by  the  Legislature,  vetoed  by  the  Governor,  then  in  mid- 
December  the  Legislature  overrode  the  veto.  The  Anti-Priva- 
tization law  is  Chapter  276  of  the  Acts  of  1993;  efforts  were  still 
underway  at  the  close  of  the  calendar  year,  via  supplemental  budget 
advocacy  and  other  activities,  to  mitigate  some  of  its  expected 
impact  on  the  human  services  private  provider  community,  so  it  is 
too  early  to  know  what  the  new  law's  final  effects  will  be. 

•    Legislative  Reception 

Senator  Lucille  Hicks  offered  greetings  from  the  Governor  at  the 
Council's  highly  successful  fifteenth  annual  Legislative  Reception 
in  the  State  House  in  Boston.  "Legislators  of  the  Year"  awards, 
paintings   created   by   two   individuals   with   developmental 
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disabilities,  were  presented  to  the  President  of  the  Senate, 
William  M.  Bulger,  and  Representative  David  B.  Cohen,  by  the 
artists.  Scott  Godfrey,  a  consumer,  and  Anne  Lane,  an  advocate 
addressed  the  audience  of  more  than  250  legislators,  consumers  and 
advocates  from  state  and  private  agencies.  The  Arc  Massachusetts 
was  co-host,  and  sixty-two  other  agencies  co-sponsored  the 
reception.  Our  theme,  "A  New  Generation  of  Ideas:  Funding  People 
Centered  Services,"  focused  on  how  to  fund  the  individualized 
supports  needed  to  enable  individuals  to  live  in  their  communities. 
At  the  Reception  the  Council  and  the  Arc  presented  our  legislative 
and  budget  agendas  to  the  legislature.  After  the  Reception  the 
Council's  legislative  advocacy  training  grantee  paired  groups  of 
attendees  with  team  leaders,  who  brought  them  around  the  State 
House  to  visit  with  their  own  legislators  to  communicate  to  them 
the  importance  of  services  for  persons  with  disabilities  and  their 
families,  and  to  promote  our  legislative  and  budget  agenda. 

•    Legislative  Training 

The  second  year  of  our  Legislative  Advocacy  Training  Grant  branched 
out  into  several  tiers  of  training.  Fifteen  basic  legislative 
advocacy  training  sessions  were  conducted  statewide  for  consumers 
and  advocates,  including  training  targeted  to  multicultural 
communities  (with  much  intensive  community  organizing  work  and  the 
assistance  of  MDDC's  Multi-cultural  Outreach  Committee)  and  rural 
areas.  Advanced  training  sessions  at  the  State  House  in  Boston  and 
in  Northampton  focused  particularly  on  budget  advocacy  and 
organizing  legislative  campaigns.  A  reception  for  new  legislators 
organized  by  ArcMassachusetts  in  February  introduced  them  to  our 
issues.  The  grantee  used  the  Legislative  Committees'  hearings  on 
bills  in  March  to  conduct  a  training  on  how  to  testify  on  a  bill  at 
a  hearing.  In  addition,  as  described  above,  after  our  Legislative 
Reception  the  grantee  conducted  team-led  visits  to  legislators  and 
gave  a  tour  of  the  State  House  to  first-time  visitors. 


•    Hosting  February  Council  Meeting 

The  Public  Policy  Committee  hosted  the  Council's  February  27,  1993 
meeting.  PPC  members  presented  a  recommended  platform  of  bills  for 
1993,  which  the  Council  adopted.  Representative  Peter  Forman, 
Minority  Leader  of  the  House,  spoke  to  members  about  the 
legislative  process  and  answered  their  questions.  Representative 
Gloria  L.  Fox,  of  the  Black  Legislative  Caucus,  was  the  luncheon 
speaker.  Our  legislative  advocacy  training  grantee  presented  a 
special  session  for  Council  members,  Committee  members  and  guests. 


•    Behavior  Modification  Research  Project 

This  $10,000  grant  was  recently  awarded  to  the  Disability  Law 
Center  to  conduct  a  research  project  to  examine  the  behavior 
modification  regulations,  guidelines,  and  policies  of  all  state 
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agencies.  Grantee  activities  will  include  first  compiling  and 
summarizing  all  applicable  behavior  management  rules,  comparing  and 
contrasting  them  to  identify  areas  of  uniformity  and  conflict,  then 
recommending  strategies  for  improving  the  uniformity  of  the 
regulations.  The  products  of  this  grant  will  serve  as  the  basis 
for  the  development  of  a  single  state  policy  for  the  use  of 
behavior  modification  treatment  techniques. 


•    State  Budget  Advocacy 

Although  Massachusetts  has  climbed  out  of  its  severe  fiscal  crisis, 
much  of  this  recovery  has  occurred  by  eliminating  the  safety  net 
under  many  vulnerable  citizens.  Much  of  the  Council's  legislative 
activity  involved  the  FY1994  state  budget;  the  latter  included 
several  attempts  to  influence  overrides  of  the  Governor's  vetoes, 
and  communication  regarding  the  redistricting  required  under  the 
1990  census  and  the  Anti-Privatization  Bill  referenced  above. 
Despite  strenuous  advocacy  for  continued  funding  for  services  for 
individuals  with  disabilities  and  their  families,  cuts  continued  to 
slice  away  needed  services:  protective  language  safeguarding  PCA 
services  for  all  individuals  with  disabilities  was  eliminated; 
protections  for  people  with  disabilities  under  Medicaid's  Managed 
Care  Program  concerning  choice  of  specialists  as  primary  care 
clinicians;  out-of -geographic  area  waivers  and  enrollment  proce- 
dures were  eliminated;  no  new  money  for  housing  homeless  persons 
with  mental  illness  was  added;  all  cash  assistance  was  eliminated 
for  first-time  pregnant  women  during  their  first  two  trimesters; 
WIC  was  funded  at  $780,000  less  than  needed  to  meet  the  goals  of 
the  Childhood  Hunger  Relief  Act;  Healthy  Kids,  a  program  of 
preventive  health  care  for  children  under  five,  was  cut  by 
$730,000. 

A  few  services,  however,  were  kept  or  increased.  The  Department  of 
Public  Health's  Dental  Program  for  People  with  Developmental 
Disabilities  and  Medicaid's  Adult  Dental  Program  were  restored 
after  the  House  Ways  and  Means  Committee  had  eliminated  DPH's  DD 
Dental  Program  from  the  state  FY1993  budget.  The  DD  Dental  program 
includes:  (1)  Tufts  Dental  Facility  for  the  handicapped  with  seven 
clinics  at  various  state  schools  (satellite  at  Templeton)  that 
serve  developmentally  disabled  persons  (outpatient  services  are 
new,  financed  through  Medicaid).  DPH  serves  3,000  state  school 
residents  and  3 , 000  community  placements  (Medicaid  recipients  with 
special  needs) .  (2)  Community  Special  Needs  Dental  Program  with 
seven  dental  hygienists;  preventive  screening,  education  referral, 
case  management  (to  ensure  special  populations  have  dental  care) ; 
and  in-service  training  on  oral  health  education  for  program  staff. 
Following  vigorous  advocacy  for  over  six  weeks,  this  funding  was 
restored  by  the  Joint  Legislative  Conference  Committee, 

Other  increased  monies  included:  $5  million  in  new  AIDS  money;  and 
$3  million  to  DMR  for  older  unserved  people  with  mental  retardation 
plus  $3  million  for  new  DMR  Turning  22  clients.  The  effect  of  the 
additional  DMR  appropriations  was  more  than  negated  however,  by 

21 


,*■ 


their  $14  million  deficit  (see  Sec.  V  of  this  report).  Early 
intervention  services  were  extended  to  all  eligible  children  with 
disabilities. 

At  four  points  throughout  the  fiscal  year,  staff  submitted  budget 
testimony  to  the  Executive  Office  of  Health  &  Human  Services,  both 
the  House  and  Senate  Ways  &  Means  Committees,  and  the  Joint 
Conference  Committee  on  the  State  FY  1994  Budget  concerning  the 
needs  of  persons  with  disabilities  and  their  families,  and  the 
effect  the  reductions  in  services  would  have  on  them. 
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•  Encouraging  testimony  of  persons  with  mental  retardation  in  the  courts 

Considerable  progress  was  made  in  1993  in  promoting  the  right  of 
persons  with  mental  retardation  who  have  been  victims  of  crimes  or 
witnesses  to  them,  to  have  increased  access  to  and  supports  in 
Massachusetts  courts.  The  Council's  director  had  been  invited  in 
1992  to  join  a  task  force  composed  of  citizen  and  professional 
advocates,  attorneys,  DMR,  and  representatives  of  the  state 
attorney  general  and  the  Middlesex  County  district  attorney,  to 
prepare  a  report  detailing  the  problems  of  access  and 
accommodation,  and  to  write  and  promote  a  bill  to  specify 
mechanisms  for  courts  to  employ.  The  Council  contributed 
significantly  to  the  research  and  writing  of  tbe  report,  which  was 
widely  disseminated.  The  bill,  which  the  Council  endorsed,  passed 
one  house  of  the  legislature  quite  quickly,  and  has  a  good  chance 
of  enactment  in  1994. 
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OBJECTIVE  #5   The  DD  "Family 


II 


1. 


Name  and  description  of  objective: 

To  participate  actively  as  a  member  council  in  the 
National  Association  of  Developmental  Disabilities 
Counciisy  Inc.  (NADDC) ;  to  convene  and  work  jointly  with 
the  Disability  Law  Center  (P& A)  and  the  Developmental 
Evaluation  Center  at  Children's  Hospital  and  the  Shriver 
Center  (UAPs); and  to  maintain  active  liaison  with 
regional  and  national  offices  of  the  federal 
Administration  on  Developmental  Disabilities  (ADD) \ 


2,   Goal: 

To  promote  independence,  productivity,  and  integration 
among  all  people  with  developmental  disabilities  through 
advocating  for  the  maintenance  and  further  development 
of  individual  and  f ami ly  support s ,     ' ..." 


3 •   Extent  to  which  objective  has  been  met: 

.  ". :  Ful  ly . 


4.   Expenditures  for  this  objective: 

$10,000    (NADDC) 


5.   Priority  arear-;:';::::-:><::V;::'--;:>":-:;:;.;:.'f>' 

System  Coordination  &  community  Education 


6.   Classes  of  activities  that  were  pursued  for  meeting  the 
objective: 

•    Activity  to  increase  capacities  and  resources  of 
entities  for  improved  service  delivery  to  persons 
with  developmental  disabilities 
Study  or  analysis 
Gathering  inf ormat ion 
Outreach  activity 

Presentation  (formal  or  informal  to  policy  makers) 
Other  similar  activity  to  prevent  developmental 
disabilities  or  to  increase  independence, 
productivity  and  integration 

Activity  addressing  the  implementation  of  1990 
Report  findings 


7.   Kindly  see  next  page  for  a  summary  of  this  objective's 
activities  and  accomplishments. 
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OBJECTIVE  #5  The  DD  "Family" 

Summary  of  Accomplishments 

a)  The  Council  continued  its  strong  member  and  staff  support  to  the 
National  Association  of  Developmental  Disabilities  Councils'  work  to 
promote  the  dd  policy  agenda  in  the  national  arena  and  to  support  dd 
Councils  around  the  country: 

•  MDDC's  three  official  delegates  to  the  national  association 
are  the  chairperson,  consumer  representative,  and  executive 
director;  though  the  chair's  schedule  did  not  permit  travel  or 
personal  participation,  he  asked  a  member  to  represent  him  at 
each  of  the  three  national  meetings.  The  Council  voted  to 
send  six  additional  members  to  the  excellent  fall  1992  annual 
conference. 

•  Consumer  representative  Barbara  Gopen  served  all  year  as  vice- 
chair  of  NADDC's  Council  Services  Committee,  and  on  the 
conference  planning  task  force.  As  the  newly-elected 
Alternate  Representative  from  New  England  to  NADDC's  board  of 
directors,  she  convened  and  chaired  regional  meetings  at  two 
national  meetings. 

•  Executive  director  Jody  Williams  stepped  down  in  October  1992 
from  representing  the  New  England  states'  councils  on  NADDC's 
board  of  directors;  she  remained  active  on  the  Public  Policy 
Committee  &  the  Children's  Issues  Committee.  She  contributed 
significantly  to  the  Association's  work  on  the  draft  versions 
of  the  reauthorization  of  the  DD  Act,  serving  on  three  task 
forces  addressing  the  findings  &  purposes,  the  state  plan,  and 
whether  the  Act's  scope  should  be  expanded  to  all 
disabilities.  She  chaired  three  meetings  of  the  executive 
directors  from  around  the  country;  helped  prepare  a 
sophisticated  survey  instrument  to  gather  information  about 
Council  staffing  patterns,  budgets  and  operations  whose 
results  proved  helpful  to  many  councils;  and  helped  plan  and 
present  two  "technical  institutes"  on  hiring  and  evaluating 
executive  directors. 

•  The  Council's  1992  contribution  to  the  joint  NADDC/ National 
Conference  of  State  Legislatures  (NCSL)  DD  Task  Force  project 
resulted  in  further  DD  publications  for  legislators. 

b)  The  Council  continued  its  strong  member  and  staff  support  to  the  three 
other  members  of  the  dd  "family"  in  massachusetts: 

•  We  continued  to  convene  the  heads  of  all  four  programs 
(Council,  the  DD  "protection  &  advocacy"  agency  and  the  two 
"university  affiliated  programs") .  During  four  meetings  the 
group  heard  from  outside  speakers  also  interested  in  our  joint 
initiative  (the  education  of  physicians) ,  and  compared  notes 
on  other  mutual  interests.    At  the  all-day  DD  family 
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" summer f est"  in  August,  senior  staff  from  all  four  programs 
shared  detailed  explanations  of  their  major  projects. 

Several  members  and  staff  continued  to  advise  both  UAPs 
through  several  Advisory  Councils;  assisted  them  in  planning 
new  projects  and  supported  them  in  seeking  new  resources. 

The  Council's  executive  director,  who  was  elected  to 
Disability  Law  Center's  board  of  directors  in  September  1992, 
helped  orient  DLC's  new  executive  to  the  DD  community,  and 
assisted  the  board  to  set  up  organizational  and  member 
procedures,  to  recruit  new  members,  and  to  establish  an 
evaluation  system.  DLC  reorganized  internally  to  add  a  DD 
unit,  and  several  members  of  the  board  represent  DD 
constituencies . 


c)  The  Council  maintained  close  liaison  with  federal  Administration  on 
Developmental  Disabilities  (ADD) ,  at  national  and  regional  levels: 

•  Helped  fund,  plan,  and  implement  a  highly  successful  October 
1992  Boston  Federal  Executive  Board  program  featuring  ADD's 
then-commissioner  Deborah  McFadden,  for  Disability  Awareness 
Month . 

•  At  invitation  of  the  ADD  commissioner,  two  members  and  one 
former  member  went  to  Rome   (at  their  own  expense)   to 
participate  in  the  Vatican's  first  international  conference  on 
disabilities,  which  the  commissioner  had  helped  plan. 

•  Took  part  in  New  England  regional  meetings  convened  by  D  DD 
program  specialist. 

•  Underwent  a  2  1/2  day  Program  Administrative  Review  (PAR) , 
conducted  in  September  1993  by  a  three-person  federal  team 
which  examined  Council  and  "designated  state  agency"  (i.e. 
AADD)  operations  via  interviews  with  members  and  staff, 
grantees,  and  extensive  program  and  fiscal  document  reviews. 
The  team  reported  the  Council  members  and  staff  are  skilled  in 
conducting  important  policy  work  and  systems  change  advocacy; 
they  have  directed  the  Council  and  AADD  to  increase  member 
involvement  in  budget  and  grantee  matters,  both  of  which  have 
begun  as  of  fall  1993. 
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OBJECTIVE  #6   Support  Innovative  Grassroots  Activities 


1.    Name  and  description  of  objective: 

Develop  a:"  new  centra  X  i  z  ed  eya  luat  i  on  system  f  or  dd 
grants ;  and  continue  offering  small  grants  to  community- 
based  organizations  of ferihg  creative  approaches  to 
maximizing  independence,  productivity  and  integration. 


2. 


Goals  ■  :. 

To  promote  independence,  productivity  and  integration 
among  all  people  with  developmental  disabilities  through 
advocating  for  the  maintenance  and  further  development  of 
individual  and  family  supports. 


3. 


Extent  to  which  objective  has  been  met: 

A  Reguest  For  Proposals  has  been  issued  for  the  purpose 
of  developing  an  improved  monitoring  and  evaluation 
system  for  the  DD  Grants  Program*  A  grant  will  be 
awarded  and  activities  begun  by  January  1994.   The  1993 
Small  and  Small  Support  Grant  Programs  have  been  fully 
funded  and  community  response  has  exceeded  expectations. 


4.    Expenditures  for  this  objective: 


A.  Federal 
Match 


B 


Federal 
Match 


$50,000 
$16,667 
$66,667 
$75,000 
$25,000 
$100,000 


Monitoring  &  Evaluation* 
Small  &  Small  Support* 


♦Estimates,  actual  awards  will  be  made  in  early  FFY  1994 


5.   Priority  areas 

Systems  Coordination  and  Community  Education;  Employment 


6. 


Classes  of  activities  pursued: 

Activity  to  increase  capacities  and  resources  of 

entities  for  improved  service  delivery  to  persons 

with  developmental  disabilities 

Study  or  analysis 

Gathering  information 

Other  similar  activity  to  prevent  developmental 

disabilities  or  to  increase  independence, 

productivity  and  integration 

Coordinating  activity,  other  than  above 


7.   Kindly  see  next  page  for  summary  of  this  objective's 
activities  and  accomplishments • 


26 


OBJECTIVE  #6    SUPPORT  INNOVATIVE  GRASSROOTS  ACTIVITIES 


Summary  of  Accomplishments 

This  objective  was  implemented  by  the  Administering  Agency  for 
Developmental  Disabilities  (AADD) ,  the  "designated  state  agency" 
for  the  MDDC,  in  cooperation  with  the  Council's  Grants  Policy 
Administration  Committee  (GPAC) .  The  AADD,  at  the  Council's 
request,  also  maintains  responsibility  for  awarding,  monitoring  and 
evaluating  DD  Program  grants. 

GPAC  worked  closely  with  the  AADD  to  design  a  new  monitoring  and 
evaluation  grant  whose  results  will  assist  the  AADD  and  the  MDDC  in 
evaluating  future  grant  projects.  An  RFP  was  developed  in 
September  1993  and  proposals  were  under  review  at  the  time  of  this 
writing.  GPAC  also  continued  its  ongoing  review  of  the  DD  grants 
program,  providing  recommendations  for  changes/ improvements  in  the 
grants  process.  Some  of  the  improvements  made  as  a  result  of  the 
Committee's  recommendations  include  simplifying  the  RFP  document, 
streamlining  application  and  reporting  procedures  and  forms,  and 
significantly  increasing  the  number  of  organizations  on  the  DD 
grant  program  mailing  list. 

FFY  93  is  the  fourth  year  in  which  the  Massachusetts  DD  Program 
offered  funding  under  the  Small  Grants  Program  ($5,000  to  $10,000 
awards) ,  and  the  second  year  of  the  Small  Supports  Grants  Program 
($2,000  or  less).  Although  the  small  grants  objective  is  set  forth 
in  the  state  plan  as  "subject  to  the  availability  of  funds,"  the 
full  amount  of  $75,000  was  obligated  to  these  programs  in  1993, 
allowing  full  funding  of  this  objective  for  the  fourth  consecutive 
year.  Under  these  programs,  applicant  agencies  are  provided  the 
opportunity  to  propose  innovative  projects  which  maximize  the  use 
of  DD  program  funds  to  improve  the  quality  of  life  of  individuals 
with  developmental  disabilities  and  their  families.  In  FFY  1993, 
when  the  two  small  grant  programs  were  combined  into  one  RFP,  the 
AADD  received  over  275  requests  for  copies  and  over  70  letters  of 
intent  to  apply  for  funding,  far  exceeded  expectations.  Proposals 
will  be  reviewed  in  January  1994  with  projects  scheduled  to  start 
by  March. 
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The  following  accomplishments  were  achieved  through  the  Small 
Grants  Program  in  FFY  1993: 

Multi-cultural  Outreach  Project (Cerebral  Palsy  of  the  South  Shore) 
Provided  outreach  activities  to  members  of  the  Portuguese,  Chinese 
and  Vietnamese  communities  in  Southeastern  Massachusetts  and 
Boston,  to  inform  them  of  the  availability  and  variety  of  personal 
care  and  family  support  services  for  people  with  developmental 
disabilities. 

Parent  Advocacy  Project  (Association  for  Community  Advocacy) 

Organized  and  provided  advocacy  training  to  families  in  Northampton 
who  have  children  with  developmental  disabilities. 

Operation  Housecall  (Greater  Boston  ARC) 

In  collaboration  with  the  Boston  University  School  of  Medicine, 
produced  an  educational  video  designed  to  increase  the  sensitivity 
of  medical  students  to  the  issues  of  people  with  disabilities.  The 
video  will  be  made  available  to  other  medical  schools,  health 
centers,  clinics,  etc. 

Cultural  Minority  Information  (Greater  New  Bedford  ARC) 

Completed  translation  of  a  variety  of  documents  into  Spanish  and 
Portuguese,  including  fact  sheets  on  various  disabilities,  and  a 
developmental  checklist  for  young  children. 

I  Want  To  Tell  You  How  I  Feel  (Central  Middlesex  ARC) 

Coordinated  two  state-wide  trainings  for  health  care  professionals 
focusing  on  the  use  of  facilitated  communication  to  enhance 
individual  treatment  for  people  with  autism. 

Model  Partnership  Program  (Community  Enterprises,  Inc.) 

Produced  materials  for  replication  of  an  innovative  partnership 
program  providing  new  education  and  employment  opportunities  for 
people  with  developmental  disabilities. 

Exploring  Issues  of  Access  (Boston  Museum  of  Science) 
Provided  training  to  museum  staff  to  teach  them  about  accessibility 
issues  and  encourage  a  proactive  approach  to  making  programs  and 
exhibits  relevant  and  accessible  to  visitors  with  disabilities.  A 
training  session  was  also  held  to  encourage  replication  among  other 
area  cultural  organizations. 

Service  Dogs  For  The  Classroom  (New  England  Assistance  Dog 
Services) 

Implemented  a  model  program  which  provided  training  to  two  Service 
Dogs  to  increase  socialization,  provide  motivation  and  promote  the 
integration  of  students  with  developmental  disabilities  in  regular 
classrooms. 

DP  Standardized  Patient  Program  to  Teach  and  Evaluate  Clinical 
Skills  (University  of  Massachusetts  Medical  Center) 

Trained  people  with  developmental  disabilities  to  function  as 
standardized  patients  in  the  training  of  second  and  third  year 
medical  students. 
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The  following  accomplishments  were  achieved  through  the  Small 
Supports  Grants  Program  in  FFY  1993: 


Greater  Waltham  ARC  Conducted  a  course  and  developed  training  materials  for 
individuals  with  developmental  disabilities,  consisting  of  10  two-  hour  sessions 
on  sexuality  and  human  relations. 

Road  to  Responsibility  Organized  lectures  for  school  aged  children  conducted 
by  a  man  with  mental  retardation.  Students  were  also  provided  the  opportunity 
to  visit  community-based  programs  serving  people  with  disabilities. 

Main  Spring  House  Hosted  a  conference  on  the  subject  of  providing  health, 
housing,  and  social  services  for  homeless  persons  with  developmental 
disabilities.  As  a  result  of  this  conference,  a  statewide  group  was  formed  to 
address  the  need  for  homeless  shelters  to  comply  with  the  Americans  with 
Disabilities  Act  and  Section  504. 

University  of  Massachusetts  at  Boston  Sponsored  an  Americans  with  Disabilities 
Act /Employment  Issues  training  and  job/ internship  fair. 

Greater  Boston  ARC  Conducted  a  children's  resource  fair  for  families  of  children 
with  developmental  disabilities. 

Haverhill /Newburyport  Human  Services  Compiled  and  disseminated  a  list  of 
recreational/social  resources  in  the  Haverhill /Newburyport  area  that  are 
accessible  to  people  with  developmental  disabilities. 

Cambridge  and  Family  Children's  Services  Completed  and  printed  250  copies  of  a 
disability  services  resource  guide  created  by  the  Parent  Advisory  Committee  of 
the  Family  Options  Pilot  Project. 

Department  of  Mental  Retardation/Seaside  Associates  Hired  individuals  with 
developmental  disabilities  to  be  keynote  speakers  at  the  Department  of  Mental 
Retardation's  trainings  on  its  Quality  Assurance  System. 

N.I.C.E.  Day  Care  Provided  opportunities  for  non-special  education  day  care 
teachers  to  complete  a  course  in  special  needs  early  childhood  education. 

United  Cerebral  Palsy  of  MetroBoston  Disseminated  information  about  Personal 
Care  Attendant  programs  and  conducted  outreach  to  identify  eligible  applicants 
from  non-dominant  cultures. 

Boston  University  School  of  Medicine  Completed  and  disseminated  an  updated 
version  the  handbook,  "Fetal  Alcohol  Syndrome:   Parent  and  Child." 

www  Committee  for  Community  Living   Produced  a  bi-monthly  newsletter  about 

housing  options  for  adults  with  developmental  disabilities. 

j 

Citizens'  Housing  and  Planning  Association  Sponsored  a  housing  training  in 
western  Massachusetts,  and  completed  a  policy  report  summarizing  the  key  findings 
and  recommendations  resulting  from  this  and  two  previous  training  sessions. 

Cape  Organization  for  the  Rights  of  the  Disabled  Compiled  and  distributed  a 
compendium  of  testimonies  from  individuals  with  developmental  disabilities 
discussing  the  impact  of  community  integration  from  the  consumer's  perspective. 
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OBJECTIVE  #7 


Volunteer  Development 


1.   Name  and  description  of  objective: 

To  continue  to  identify  and  Support  effective  volunteer 
participation  and  leadership  in  all  Council  activities. 


2.   Goal: 


To  promote  independence,  productivity  and  integration 
among  all  people  with  developmental  disabilities  through 
advocating  for  the  maintenance  and  further  development  of 
individual  and  family  supports. 


Extent  to  which  objective  has  been  met: 
Largely. 


4.    Expenditures  for  this  objective: 

No  grants  were  made  under  this  objective. 


5.   Priority  area: 

System  Coordination  and  Community  Education, 


6. 


Classes  of  activities  that  were  pursued  for  meeting  the 
objective: 

•  Activity  to  increase  capacities  and  resources  of 
entities  for  improved  service  delivery  to  persons 
with  developmental  disabilities ♦ 

•  Training  for  access  to  or  for  provision  of 
service. 

•  State  Plan  development. 


7.   Kindly  see  next  page  for  a  summary  of  this  objective's 
activities  and  accomplishments* 
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OBJECTIVE  #7   Volunteer  Development 

Summary  of  Accomplishments 

A  full  agenda  of  activities  to  encourage  effective  volunteer 
participation  and  leadership  was  planned  by  and  for  the  Council  for 
FFY  1993,  the  second  year  of  the  three-year  1992-1994  plan  cycle. 
A  change  in  leadership  took  place  at  the  end  of  the  year:  on  1 
September  1993  Dr.  Gerald  Healy's  resignation  as  chairperson  became 
effective,  and  vice-chair  Barbara  Gopen  served  in  this  capacity 
pending  selection  of  a  permanent  chair.  In  early  November  Governor 
Weld  and  Lt.  Governor  Celluci  announced  the  appointment  of  Mr. 
Howard  J.  Wayne  as  the  new  chairperson.  Over  the  course  of  the 
year  several  regular  new  members  were  also  appointed  to  the 
Council,  to  fill  vacancies  resulting  from  resignations,  so  by  the 
end  of  the  year  the  Council  enjoyed  an  appropriate  mix  of  new  and 
old  members,  primary  and  secondary  consumers,  state  agency 
representatives,  and  diverse  geographical  and  cultural 
representation . 

The  Program  Committee,  which  had  been  reconvened  in  early  1992, 
designed  a  series  of  meetings  which  have  been  or  will  be  hosted  by 
each  standing  Council  committee  in  its  area  of  expertise.  These 
meetings  also  provide  instruction  in  other  subjects  of  mutual 
interest  such  as  the  Americans  with  Disabilities  Act,  the  upcoming 
1995-97  state  plan  cycle,  and  managed  health  care. 

The  October  1992  meeting  was  honored  to  have  Judge  Robert  Terry  of 
Barnstable  Probate  Court  speak  about  the  experiences  of  judges,  and 
how  the  Council  might  be  able  to  assist  them  to  become  more 
familiar  with  people  with  disabilities.  A  program  to  inform  and 
educate  the  Council  on  the  Americans  with  Disabilities  Act  (ADA) 
and  its  effect  on  people  with  disabilities,  the  general  public,  and 
the  business  community  was  coordinated  by  Council  member  Bonnie 
O'Day;  it  was  presented  by  Bonnie,  Speed  Davis  and  Robert  Sneirson, 
also  Council  members,  and  Betty  Lynch  from  the  Cape  Organization 
for  the  Rights  of  the  Disabled.  The  program  was  extremely 
informative  and  well  received.  A  number  of  guests  from  the  Cape 
Cod  area,  active  in  the  disability  community,  joined  us. 

The  February  1993  meeting,  hosted  by  the  Public  Policy  Committee, 
featured  Governor  Weld  who,  on  the  Friday  evening,  swore  in  new 
members  and  reappointed  state  agency  representatives.  The  Governor 
stayed  for  questions  and  conversation,  and  expressed  support  for 
the  Council's  work  in  the  family  support  arena.  On  Saturday  the 
Public  Policy  Committee  presented  its  proposed  1993  legislative 
platform  for  the  Council,  hosted  legislative  advocacy  training  for 
members  and  guests,  and  featured  Representatives  Peter  Forman  and 
Gloria  Fox  as  speakers. 

In  March  the  Council  co-sponsored  the  15th  Annual  Developmental 
Disabilities  and  Mental  Retardation  Legislative  Reception:  two 
legislators  who  were  very  active  and  supportive  of  people  with 
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disabilities  were  honored.   (See  narrative  above  for  Objective  #4.) 

The  Multi-cultural  Outreach  Committee  hosted  the  June  1993  meeting: 
its  theme,  "  Building  and  Developing  Cross  Cultural  Competence", 
dealt  with  perceptions  and  realities  of  different  cultural 
attitudes  and  how  to  deal  with  them.  The  participatory  program  was 
presented  by  two  professionals  with  personal  experience  and 
expertise  in  the  subject.  The  Council  also  discussed  and  adopted 
the  1994  State  Plan  at  this  meeting. 

In  October  the  Council  met  to  discuss  goals  and  objectives  for  the 
1995-97  State  Plan.  To  give  us  a  national  perspective,  we  invited 
a  guest  speaker  from  the  National  Association  of  Developmental 
Disabilities  Councils  (NADDC) ,  and  conducted  small  discussion 
groups  so  that  Council  members  as  well  as  standing  committee 
members  (who  need  not  be  Council  members)  could  contribute  to  the 
process  of  establishing  the  upcoming  plan  cycle's  goals  and 
objectives. 

In  other  volunteer  development  activities,  Council  members  continue 
to  be  encouraged  to  attend  training  and  conferences,  to  seek 
appointments  to  state  advisory  bodies,  to  be  active  in 
communications  with  the  legislature,  and  to  become  involved 
individually  and  in  conjunction  with  the  Council  and  other 
organizations,  in  ways  that  will  empower  them  and  advance  the 
Council's  objectives.   For  example,  in  1993,  we: 

•  continued  to  sponsor  Council  members'  attendance  at 
appropriate  conferences; 

•  maintained  and  updated  the  member  handbook  and  the  office  and 
public  policy  manuals  for  member  and  staff  reference; 

•  provided  training  and  educational  opportunities  for  members, 
via  the  program  meetings  described  above,  in  addition  to 
social  interchange  and  networking  at  Council  functions;  we 
instituted  forms  to  evaluate  members'  satisfaction  with  the 
meetings; 

•  presented  budget  information  in  January,  April,  June  and 
October  to  the  Executive  Committee  or  Council; 

•  reinforced  committee  membership  responsibilities,  and  improved 
cross-committee  participation  especially  in  the  design  of  two 
new  grant  projects; 

•  ensured  proper  composition  and  functioning  of  the  Council, 
through  recommendations  to  the  Governor  about  new  members; 

•  served  as  a  resource  and  information  center  for  the 
members,  while  reducing  the  number  and  volume  of  mailings. 
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OBJECTIVE  #  8  Implementation  of  state  Plan 


1.    Name  and  description  of  objective: 

To  implement  activities  in  1993  in  the  selected  federal 
priority  areas  of  MempldymentM  and  M system  coordination 
and  community  education, "  via  Council  member,  committee, 
grantee,  and  staff  work  as  specified  in  the  above  seven 
1993  State  Plan  Objectives. 


2.   Goal: 

To  promote  independence,  productivity,  and  integration 
among  all  people  with  developmental  disabilities  through 
advocating  for  the  maintenance  and  further  development  of 
individual  and  family  supports. 


3.  L    Extent  to  which  objective  has  been  met: 

Largely. 


4.   Expenditures  for  this  objective: 

Federal    $327,696  (In  addition,  kindly  see 

Match       109/232  amounts  for  grants  in 

$436,928  Objectives  1-7. ) 


5.   Priority  area: 

All  federal  priority  areas  were  in  some  way  addressed  in 
this  objective,  which  refers  to  the  preparation, 
oversight /coordination,  and  implementation  of  the  entire 
■:.-.v:.':  1992  State  P^Lan. 


6.   Classes  of  activities  that  were  pursued  for  meeting  the 
objective: 

•  Activity  to  increase  capacities  and  resources  of 
entities  for  improved  services  delivery  to  persons 
with  developmental  disabilities 

•  Study  or  analysis 

•  Gathering  information 

•  Demonstration  project 
Outreach  activity 

Development  of  model  policies  and  procedures 
Presentation  (formal  or  informal  to  policy  makers) 
Training  for  access  to  or  for  provision  of  service 
Other  s imi lar  a ct  ivity  to  prevent  de ve 1 oproent a 1 
disabi 11 ties  or  to  increase  independence , 
productivity  and  integration 
State  Plan  development 

Activity  addressing  the  implementation  of  1990 
Report  f ihdihgs 

Coordinating  activity,  other  than  above 
Advocacy  activity  other  than  above  (commenting  on 
other  State  Plans ,  ICF/MR  actions , 
unserved/ under s erved ,  other ) 


7.   Kindly  see  next  page  for  a  summary  of  this  objective's 
activities  and  accomplishments. 
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OBJECTIVE  #8      Implementation  of  State  Plan 

Summary  of  Accomplishments 

The  annual  DD  state  plan  is  the  document  in  which  the  volunteer  DD 
Council  communicates  its  mission  and  goal  to  the  public,  and  where 
we  specify  the  objectives  for  the  coming  year.  These  objectives 
are  statements  of  our  intentions,  our  specific  commitments  about 
our  plans  for  the  use  of  our  human  and  fiscal  resources  to  further 
our  agenda  of  responsible  systems  change  based  on  the  empowerment 
and  contributions  of  persons  with  disabilities,  and  their  families 
and  friends. 

1993  was  the  second  year  of  the  1992-94  DD  State  Plan.  Major 
accomplishments  in  our  selected  areas  have  been  outlined  in  the 
narratives  accompanying  the  preceding  seven  objectives,  with  some 
highlights  as  well  in  Sections  II. B  and  II. C,  following. 

This  objective  refers  to  the  overall  coordination  and 
implementation  of  the  1993  DD  state  plan,  as  well  as  to  the 
planning,  research  and  writing  of  the  1994  plan  update.  The  1992- 
94  three-year  state  plan  was  approved  by  the  federal  government  in 
August  1991,  the  1993  update  in  September  1992,  and  the  1994  update 
in  September  1993.  Entitled  Putting  the  Pieces  Together,  all  three 
years'  versions  of  the  plan  contain  extensive  narratives  analyzing 
developments  in  Massachusetts  and  explaining  the  Council's  values 
and  views,  in  addition  to  the  seven  specific  objectives  for  the 
year's  work.  Seven  hundred  fifty  copies  of  the  1994  plan  were 
distributed  in  November-December,  and  a  second  printing  ordered. 
The  "grids"  summarizing  key  public  agency  programs  and  services  and 
interagency  initiatives  have  been  placed  on  computer,  and  are 
updated  periodically  by  staff  (they  were  not  reproduced  in  the  1994 
published  version  of  the  plan) .  The  140-page  document,  like  its 
predecessors,  is  not  merely  a  "compliance"  exercise,  but  a  well- 
written  and  valuable  reference.  Copies  are  available  from  the 
office. 

Throughout  FY  1993,  the  Council's  four  issue-focused  committees 
continued  to  carry  out  the  lion's  share  of  our  systems  change 
advocacy  (see  Objective  #s  1-4) .  In  addition,  the  former  Grants 
Policy  Advisory  Committee  evolved  into  the  Grants  Policy 
Administration  Committee  (GPAC) ,  the  fifth  standing  committee  of 
the  Council.  Under  the  guidance  of  a  new  director  of  the 
Administering  Agency  for  DD,  Dan  Shannon,  who  joined  us  in  the  fall 
of  1992,  the  Committee  reassessed  roles  and  procedures  involving 
different  kinds  and  sizes  of  grants,  and  significantly  expanded  use 
of  small  grants  (see  #5) .  The  Council  continued  to  nurture  close 
relations  with  others  in  our  "DD  family"  in  the  state,  region  and 
nation  (see  #6)  ;  and  the  Executive  Committee  played  a  key  role  both 
in  setting  policy  and  direction,  as  well  as  facilitating  linkages 
and  communication  within  the  Council  and  with  outside  organizations 
(see  #s  7-8)  .  Interested  persons  continued  to  be  actively  involved 
in  all  four  issue-oriented  committees,  thereby  increasing  the 
resources  available  within  the  Council's  DD  advocacy  circles. 
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Not  referenced  in  the  1993  plan  but  important  in  facilitating  its 
implementation,  were  two  office  technological  innovations  during 
1993:  i.e.  installation  of  a  shared  local  area  network  computer 
system  in  January  (on  on  which  staff  are  learning  how  to  work 
jointly  on  producing  documents  such  as  this  report) ,  and 
installation  of  an  up-to-date  telephone  system  with  all  the 
pleasures  and  frustrations  of  voice  mail  boxes. 

Our  solid  progress  throughout  1993  to  the  work  on  our  three-year 
plan  begun  in  1992,  means  we  can  look  forward  to  fully  achieving 
our  1992-94  objectives  by  the  end  of  next  year. 


(jODSP^D 
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II,  B,  INNOVATIVE  ACTIVITIES  IN  1993 


"Families  Organizing  for  Change"  Supported,  and  New  Individual  and  Family 
support  Bills  Filed  in  1992  and  1993 


The  Council  provided  a  second  year  of  funding  to  the  Human  Services 
Research  Institute  (HSRI)  to  support  the  maintenance  of  Families 
Organizing  for  Change  (FOC) ,  a  grassroots  organization  of  family 
members  of  people  with  disabilities  in  Massachusetts,  and  to 
provide  ongoing  technical  assistance  to  this  group.  FOC  members 
redrafted  legislation,  An  Act  to  Support  Citizens  with  Disabilities 
and  Their  Families  (H.3001),  during  the  summer  of  1992  and  filed  it 
in  the  Massachusetts  Legislature  for  the  1993  Legislative  Session. 

The  initial  1991  legislation  broadly  defined  individual  and  family 
support.  Its  major  theme  was  that  individuals  with  disabilities  or 
chronic  illness  and  their  families  must  be  able  to  decide  what  kind 
of  supports  they  need  to  keep  their  homes  and  families  together. 
The  intent  of  the  legislation  was  to  establish,  both  in  state  law 
and  in  human  services  policy,  the  concept  and  value  of  supporting 
individuals  with  disabilities  and  their  families;  and  to  create 
district  and  statewide  individual  and  family  support  councils.  It 
also  required  that  all  relevant  state  agencies  incorporate  the 
bill's  principles  into  an  annual,  comprehensive  individual  and 
family  support  plan. 

1993 's  revised  legislation  focused  on  using  existing  resources 
within  human  service  agencies  to  increase  the  responsiveness  of 
human  service  and  education  agencies  to  the  needs  of  individuals 
with  disabilities  or  chronic  illness  and  their  families  who  are 
asking  for  more  flexible  home  and  community  based  supports.  It 
deleted  the  councils,  which  the  administration  had  been  reluctant 
to  countenance. 

The  1993  bill,  House  #3001,  requires  each  department  within  the 
Health  and  Human  Services  Secretariat  and  the  Department  of 
Education  to  create  an  Individual  and  Family  Support  Program  within 
each  agency  with  its  own  budget  line.  It  specifies  consumer  and 
family  member-developed  policy  guidelines  for  the  agencies  to  use 
in  developing  support  services,  and  requires  each  agency  to  develop 
an  annual  Individual  and  Family  Support  agency  plan  with 
substantial  consultation  from  family  advocacy  and  self-advocacy 
groups  and  other  interested  parties.  The  Departments  of  Mental 
Retardation  and  Public  Health  are  required  to  be  the  lead  agencies 
and  to  develop  plans  within  150  days  of  enactment  of  the  statute. 
Other  agencies  will  be  phased  in  over  time,  until  December  31, 
1995,  when  all  the  agencies  must  have  plans  in  place. 

During  the  fall  of  1993,  the  Steering  Committee  of  Families 
Organizing  for  Change  discussed  potential  changes  to  the  bill  for 
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refiling  in  the  1994  Legislative  Session,  and  arranged  to  meet  with 
key  legislative  figures  and/or  their  aides. 

For  further  information,  readers  should  contact  Peggy  Freedman, 
Family  Support  Steering  Group  staff,  at  the  DD  Council  Office. 


Legislative  Advocacy 


The  1993  MDDC  legislative  endorsed/ opposed  list  expanded  beyond 
disability  issue  specific  bills  to  more  generic  low  income  issues 
including  a  low  income  housing  bond  bill,  a  universal  health  care 
bill  and  low  income  children's  access  to  health  care  bill.  The 
MDDC  legislative  advocacy  training  grant  expanded  to  two  levels: 
(1)  training  on  basic  advocacy;  (2)  trainings  on  how  to  testify  at 
legislative  hearings  and  budget  advocacy,  team-led  visits  with 
legislators  after  our  annual  legislative  reception  and 
introductions  at  a  new  legislators  orientation  hosted  by  ArcMass. 


Family  Awareness  Day 


Well  over  100  people  attended  "Family  Awareness  Day"  at  Boston  City 
Hall  Plaza  on  September  11,  1993.  This  festive  educational  and 
participatory  affair — to  promote  wider  public  awareness — was  held 
instead  of  a  conference  (as  had  been  done  in  prior  years)  and  was 
planned  with  the  two  university  affiliated  programs  and  several 
other  advocacy  organizations.  The  planning  group  met  on  a  regular 
basis  and  convened  four  sub-groups  on  exhibits,  publicity, 
entertainment,  and  volunteer  needs,  then  in  June  1993  hired  an 
events  organizer  to  take  charge  of  the  details. 

Dan  Rea  and  Charles  Austin,  local  TV  celebrities  with  Channel 
4/WBZ,  spoke  briefly,  as  did  Frank  Galligan,  Chair  of  the  Family 
Support  Steering  Group.  Entertainment  included  a  female  barbershop 
octet,  a  rap  group,  Mexican  dancers,  jazz  singer  Lisa  Thorsen,  and 
clowns/ jugglers.  Among  the  several  exhibitors  were  the  Disability 
Law  Center,  Children's  Hospital's  Developmental  Evaluation  Center, 
the  Shriver  Center,  Therapro,  Inc.,  Veteran's  Taxi,  Massachusetts 
Department  of  Public  Health,  the  Lorelei  Larking  Education  Fund, 
New  England  INDEX,  McDonald's  McJobs,  Boston  Center  for  Independent 
Living,  the  Autism  Support  Center,  Greater  Boston  ARC,  and  the 
Federation  for  Children  with  Special  Needs. 

•    The  African-American  Roundtable 

In  April,  the  Council's  Multi-cultural  Outreach  Committee  hosted  a 
unique  community  program.  The  African-American  Roundtable,  held  in 
a  Boston  neighborhood  over  two  days,  drew  80  participants  each  day 
to  hear  presentations  about  African-American  culture  and  reflect  on 
the  experiences  of  African-Americans  with  disabilities. 

37 


Featured  speakers  included  several  state  legislators  from  the  Black 
Legislative  Caucus,  Dr.  William  Holley  from  the  Howard  University 
Research  and  Training  Center  for  Access  to  Rehabilitation  and 
Economic  Opportunity  and  authors  Robert  C.  Hayden  and  Linda  Cline. 

Several  cultural  presentations  were  made  by  local  youth  programs, 
which  added  variety  and  depth  to  the  presentations  and  panel 
discussions.  A  luncheon  of  African  American  foods  was  served  on 
both  days. 

This  event,  the  first  of  its  kind  in  the  Boston  area,  spawned  great 
interest  among  participants  in  strengthening  their  links  to  the 
Black  Caucus  and  educating  them  about  issues  facing  people  of  color 
with  disabilites,  in  order  to  better  advocate  for  services  and 
support  for  their  community.  Since  the  Roundtable,  a  group  of 
consumers  has  convened  expressly  for  this  purpose. 

•  Formation  of  Mixed  Populations  (Housing)  Coalition 

The  Council's  Independence,  Productivity  and  Integration  (IPI) 
Committee  was  instrumental  in  forming  an  exciting  new  group  this 
year.  The  Mixed  Populations  Coalition,  the  only  one  of  its  kind  in 
the  nation,  is  comprised  of  people  with  disabilities,  elders,  their 
advocates,  state  agency  representatives,  and  both  private  and 
public  housing  management.  This  coalition  focuses  on  issues 
affecting  elders  and  younger  persons  with  disabilities  in  public 
and  assisted  housing.  The  issues  that  we  explored  in  its  first 
year  included  the  reauthorization  of  the  National  Housing  and 
Community  Development  Act,  the  Special  Needs  Occupancy  Task  Force 
Report,  the  proposed  housing  caps  in  state  funded  housing,  rental 
subsidies,  public  safety  and  discrimination.  The  Coalition  has 
prepared  an  initial  draft  of  a  short  and  long  term  strategic  plan 
to  address  the  housing  needs  of  elders  and  persons  with 
disabilities  on  the  state  level.  When  completed,  this  plan  will  be 
submitted  to  the  Executive  Offices  of  Communities  and  Development, 
Health  &  Human  Services,  and  Elder  Affairs;  the  Housing  &  Urban 
Development  Committees  of  the  state  legislature;  and  the  Governor. 
There  has  been  preliminary  discussion  of  using  this  strategic  plan 
as  a  legislative  platform  for  the  Coalition. 

•  EOHHS-OES  Supported  Employment  council 

The  IPI  Committee  has  also  worked  closely  with  the  Supported 
Employment  Council  convened  by  the  Executive  Office  of  Health  and 
Human  Services.  For  the  past  year  this  Council  has  been  engaging 
in  a  strategic  analysis  of  supported  employment  services  in 
Massachusetts.  This  effort  has  involved  all  state  agencies  who 
serve  people  with  disabilities  or  provide  employment  training 
services.  For  the  first  time  the  Mass.  Dept.  of  Employment  & 
Training  joined  discussions  to  discuss  the  relevance  of  their 
generic   employment   training   projects   to   individuals   with 
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disabilities  seeking  supported  employment.  The  Council,  in  four 
interagency  all-day  sessions,  addressed  definitions  of  supported 
employment,  target  populations,  inter-agency  collaboration,  funding 
streams  and  consumer  definitions.  During  the  final  session 
participants  roughly  designed  what  a  unified  supported  employment 
service  delivery  system  should  include.  The  Council  is  presently 
preparing  a  an  application  to  the  federal  Rehabilitation  Services 
Administration  (RSA)  and  Department  of  Education,  entitled 
"EXPANDING  THE  SUPPORTED  EMPLOYMENT  NETWORK:  Strategies  to  Promote 
Systems  Change  in  Massachusetts,"  to  implement  the  group's 
findings. 
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II .  C.   MAJOR  ACCOMPLISHMENTS  IN  1993 


Since  1986,  the  Council  has  had  an  abiding  interest  in  family 
supports  and  has  worked  to  promote  state  policy  on  family  support 
as  well  as  particular  types  of  family  supports.  Since  many  other 
states  had  piloted  or  established  statewide  cash  assistance 
programs  to  support  families  caring  for  family  members  with 
disabilities  at  home,  the  Council  wished  to  demonstrate  that  this 
would  work  as  well  in  Massachusetts.  In  1988  Human  Services 
Research  Institute  was  awarded  DD  funds  to  determine  the 
feasibility  of  implementing  a  cash  assistance  pilot  project  in 
Massachusetts  for  families  with  a  member  with  developmental 
disabilities;  to  recommend  strategies  to  eliminate  the  barriers  to 
establishing  such  a  project;  and  to  design  a  family  support  system 
which  would  strengthen  families/ individuals,  empower  families/ in- 
dividuals, enhance  their  ability  to  maneuver  through  the  system, 
and  provide  for  their  autonomy  and  functioning.  The  study  also 
identified  potential  problems  to  be  addressed  before  such  a  project 
could  be  implemented,  such  as  conflicts  with  other  federal  programs 
(e.g.,  not  counting  cash  assistance  as  income  for  SSI  or  federal 
tax  purposes)  and  with  state  requirements. 

Once  the  study  had  been  completed  and  its  conclusions  considered 
and  discussed,  the  Council  voted  to  fund  a  three-year  pilot  Family 
Cash  Assistance  Project  (FCAP) ,  plus  a  separate  ongoing  evaluation, 
both  of  which  ended  in  December  1992. 

Over  the  course  of  its  three  years,  the  Family  Cash  Assistance 
Project  provided  cash  assistance  and  consultation  with  a  family 
agent  to  thirty  families  who  cared  for  their  members  (up  to  age 
eighteen)  with  developmental  disabilities  at  home.  The  independent 
Evaluation  Project  examined  the  impact  of  FCAP  on  the  participating 
families  over  the  three  years:  families  filled  out  impact  surveys 
and  several  families  were  interviewed  at  their  homes. 

Findings  of  the  project  report,  the  evaluation,  and  informal 
feedback  from  one  of  the  project  directors  are  consistent  in 
testifying  to  the  benefits  of  cash  assistance  in  general  and  to  the 
benefits  from  the  particular  project,  during  the  project  and  after 
the  project: 

•  empowerment  (cash  assistance  enables  a  family  to  allocate  its 
resources  in  creative  and  innovative  ways  to  gain  control  over 
their  lives  and  acquire  services  and  items  they  need) ;  because  of 
the  project,  parents'  knowledge  and  self-confidence  increased,  and 
they  became  powerful  advocates  for  themselves  and  their  families; 

•  facilitation  of  work,  volunteer,  and  other  opportunities  for 
families;  because  FCAP,  children  had  access  to  inclusive 
recreational  and  social  opportunities,  and  parents  were  "freed  up" 
to  obtain  jobs  and  raise  the  families'  standard  of  living; 
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•  reduction  of  stress;  through  the  project,  families  met  other 

families  and  offered  mutual  support; 

•  increased   independence   and   competence,    socialization, 

recreation,  and  integration  for  family  members  with 
disabilities; 

•  consideration  of  the  needs  of  the  entire  family  (flexible  and 

individualized,  can  be  tailored  and  targeted  to  individual 
family  needs) ,  and  improvement  of  the  overall  quality  of  life; 

•  positive  influence  on  other  related  family  supports  such  as 

respite  care;  and 

•  limited  resources  can  be  stretched  by  being  spent  creatively  and 

effectively  (often  more  effective  than  a  particular  service 
program) . 

Even  though  the  FCAP  ended  in  early  1993,  several  families  continue 
to  experience  a  better  quality  of  life  in  their  sense  of 
empowerment  and  connections  to  the  community:  most  families  have 
had  lasting  gains.  Although  the  cash  assistance  payments  from  FCAP 
have  ended,  many  of  the  families  are  now  receiving  flexible  support 
monies  through  other  sources  such  as  the  Department  of  Mental 
Retardation  (DMR) .  As  a  result  of  participating  in  the  project  and 
having  contact  with  the  family  agent,  families  were  linked  to 
state-funded  respite  care;  this  tie  has  continued,  and  DMR's 
services  have  grown  more  flexible  over  time.  Many  of  the  families 
are  more  capable  of  advocating  for  themselves  with  schools  and 
other  agencies:  they  gained  confidence  as  a  result  of  having  access 
to  a  service  system  which  seemed  to  listen  to  their  needs.  In  the 
Southeast  Region  especially,  many  of  these  families  have  testified 
at  the  State  House  on  behalf  of  H.3001,  and  have  spoken  at  DMR 
conferences  on  family  and  consumer  empowerment.  Some  of  the 
purchases  made  by  the  families  through  the  project  have  lasted 
(i.e.,  fences,  computers),  and  when  people  were  able  to  obtain 
jobs,  they  have  kept  them.  The  cash  assistance  and  consultation 
service  opened  doors  for  these  families,  to  paid  jobs  and  social 
opportunities.  In  addition,  they  met  other  families  and  continue 
to  provide  each  other  with  mutual  support. 

The  FCAP  families,  staff,  and  advisory  committee  members  presented 
at  several  meetings  sponsored  by  the  Department  of  Mental 
Retardation  throughout  the  state  and  had  input  into  and  supported 
H.3001,  "An  Act  To  Support  Citizens  with  Disabilities  and  Their 
Families.1'  During  the  past  few  years,  the  Department  of  Mental 
Retardation  has  also  experimented  successfully  with  flexible 
respite  care,  giving  families  more  control  over  the  services  they 
will  receive.  FCAP  families,  the  Council,  and  other  advocates  are 
encouraging  this  approach. 

The  success  of  the  pilot  Family  Cash  Assistance  Project  has 
demonstrated  that  cash  assistance,  used  either  separately  or 
together  with  traditional  family  supports,   is  an  essential 
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component  of  a  comprehensive  system  of  services  for  families  caring 
for  a  family  member  with  disabilities. 

In  order  to  publicize  to  policymakers  in  Massachusetts  the  benefits 
of  the  FCAP  and  of  cash  assistance  in  general  as  well  as  the  needs 
for  other  services  under  a  comprehensive  family  support  system,  the 
Family  Support  Steering  Group  is  planning  to  conduct  a  forum  in  the 
winter  of  1994.  The  Council  is  also  continuing  several  other 
efforts  to  contribute  to  a  comprehensive  family  support  system: 
these  include  support  to  Families  Organizing  for  Change,  a 
grassroots  organization  of  family  members  and  individuals  with 
disabilities  which  produced  and  filed  "An  Act  to  Support  Citizens 
with  Disabilities  and  Their  Families,"  (described  in  Sections 
II. A. 1.  and  II. B,  above);  a  jointly-designed  Family  Support /Multi- 
cultural three-year  grant  project  to  conduct  outreach  to  families 
of  color  to  include  them  in  the  "family  support  movement";  and 
promotion  of  H.3001  as  the  Council's  top  legislative  priority.  As 
we  plan  for  the  next  federal  plan  cycle  (1995-97)  ,  the  Family 
Support  Steering  Group  has  strongly  indicated  that  it  wishes  the 
Council  to  continue  its  successful  work  on  family  supports. 
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III.   REPORTING  YEAR  EXPENDITURES 


This  includes  Federal  expenditures  of  funds  awarded  in  previous 
fiscal  years.   Refer  to  next  page  for  the  breakout. 


A.   Type  of  Recipient 


X*  State  Planning  Council 

2 .  Designated  state  Agency 

3  ;ii  Other  State  Agencies 

4v  Protection  and  Advocacy  Systems 

5.  University  Affiliated  Programs 

6  ♦  Nonprofit  Private  Agencies 

7;  Others 

Total  Federal  Expenditures 


FEDERAL  FUNDS 
EXPENDED 

$356,818 

43,235 

14,591 

-0- 


-0- 

854,820 

-0- 

$1,269, 4 64 


B.   Cost  Category 


1. 


2 

3 

4 


6, 


b. 
c. 


Federal  Priority  Area 
a .  Employment 

System  Coordination/Community  Education 

Child  Development 

d.   Community  Living 

State  Priority  Area:  Empowerment  (FFY  91) 

Ana ly s es  in  Sect ion  12  2 ( b ) ( 5 ) ( B ) ( i -vi  i ) 

1990  Report  Activities  (other  than  in 
priority  areas) 

Planning,  Coordinating  &  Administration  of 
Prior  ,.ty  Areas 

Advocacy  (other  than  priority  areas) 

7.  Functions  of  Designated  State  Agency 

Total  Federal  Expenditures 
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FEDERAL  FUNDS 
EXPENDED 


$289,750 
437,807 
-0- 
-0- 
141,854 
-0- 
-0- 


356,818 

-0- 

43.235 

$1,269,464 


jmm 


During  FFY  1993 
(Paid  10/1/92  -  9/30/93) 


FFY  93: 

Planning 

(1100-1703) 

.  .  ■■  .■:  .  :■:•:■  :■ 

,630 

4t> 

+  (1100-1710) 

Administration 
(1100-1703) 

318 
42 

,293 
,945 

FFY  92: 

Planning 
(1100-1703) 
+  (1100-1710) 

Administration 

8 

910 
r^85 

290 

{  xiuu—  J.  /  U  J  / 

Total  Paid: 

Planning 
Administration 

356,818 
43/235 

Total  (1):          400,053 

Employment 
FY  91 
FY  92 
FY  93 


18,750 
107,152 
163,848 
289,750 


Systems  Coordination/ 
Community  Education 


*FY  91 
FY  92 
FY  93 


36,600 
211,059 
19QVW 
437,807 


Empowerment 

FY  91  141,854 

FY  92  -0- 

FY  93  -0- 

141,854 


Other  State  Agencies 


u  Mass  Boston 
(FFY  91  Subtotal) 


12,591   Empowerment 


FFY  92 

U  Mass  Boston 
(FFY  92  Subtotal) 


2, 000   System  Coordination 


Total(2)  (FFY  91-92) 


14,591 


Nonprofit  Agencies 
FFY  91  184,613 
FFY  92  316,211 
FFY  93  353.996 
Total  (3)     854,820 


TOTAL  OF  TOTALS  1/2; 3 

(1)  $400,053 

(2)  14,591 

(3)  854.820 
$1,269,464 


*  In  FY  91,  Systems  Coordination/ Community  Education  was  encompasse| 
under  the  "Case  Management"  priority. 


44 


IV.   STATE  ACTIONS  with  respect  to  ICFs/MR  during  1993 


The  1990  reauthorization  of  the  federal  DD  Act  (P.L.  101-496)  asks 
for  "a  description  [in  the  Council's  annual  report]  of  the 
Council's  response  to  significant  actions  taken  by  the  State  with 
respect  to  any  intermediate  care  facility  for  the  mentally  retarded 
in  such  State  ..."  Pursuant  to  a  requirement  in  the  DD  Act,  the 
DD  Council  receives  and  reviews  copies  of  DPH's  survey  reports, 
statements  of  deficiencies  obtained  therein,  and  plans  of 
correction;  for  the  reasons  noted  below,  however,  the  Council  does 
not  involve  itself  directly  with  oversight  of  ICF/MR  facilities  and 
programs . 

The  most  significant  action  taken  by  the  Commonwealth — in 
cooperation  with  the  plaintiffs  and  a  federal  judge — regarding 
ICFs/MR  during  the  past  year  was  the  end,  on  May  25,  1993,  of 
direct  federal  court  oversight  of  the  well-being  of  some  2,300 
individuals  living  in  large  ICFs/MR  and  some  3,700  people  residing 
in  a  variety  of  community  programs,  including  but  not  limited  to 
small  ICFs/MR.  Judge  Joseph  L.  Tauro's  May  order  formally 
dissolved  all  prior  orders  and  ended  the  Court's  active  involvement 
in  the  five  mental  retardation  consent  decrees  which  first  began  in 
1972;  he  specified  in  a  single  order  all  the  obligations  of  the 
state  and  the  enforceable  rights  of  the  class  members.  The  final 
order  also  terminated  the  independent  but  state-financed  Office  of 
Quality  Assurance;  OQA  had  been  established  by  Judge  Tauro  to 
monitor  the  provisions  of  the  consent  decrees,  which  in  some 
respects  exceeded  the  standards  in  the  ICF/MR  regulations.  Consent 
decree  plaintiffs,  faced  with  the  loss  of  OQA's  specialized 
monitoring  and  advocacy  for  class  members,  insisted  on  a  successor 
entity;  in  response,  Governor  William  Weld  issued  an  executive 
order  creating  the  Governor's  Commission  on  Mental  Retardation. 

This  new  body,  charged  to  work  cooperatively  with  consumers,  their 
families,  concerned  citizens,  the  Department  of  Mental  Retardation 
and  other  agencies  towards  continuing  improvements  in  the 
retardation  system,  has  a  significantly  different  role  from  OQA's 
and  very  limited  resources  with  which  to  achieve  it.  The 
Commission,  which  opened  its  doors  in  November  1993,  is  expected  to 
be  a  system-wide  advocate  for  the  interests  of  all  people  with 
retardation  in  Massachusetts  (not  only  the  class  members,  but  also 
the  many  thousands  of  other  present  and  prospective  DMR  clients, 
plus  other  persons  with  retardation  who  may  have  other  connections 
to  the  Commonwealth)  ;  its  three  staff  and  nine  members  will  be 
looked  upon  to  troubleshoot  individual  and  group  problems  not 
resolvable  through  usual  processes,  review  the  quality  of  care  in 
all  retardation  programs,  hold  public  hearings,  support  DMR,  and 
periodically  make  recommendations  to  the  Governor. 

Another  significant  action  taken  by  the  state  in  1993  and  directly 
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impacting  many  ICFs/MR  is  DMR's  successful  attainment  of  a 
dramatically  expanded  "home  and  community  based"  {HCB}  medicaid 
waiver  from  the  federal  Health  Care  Finance  Administration  (HCFA) . 
By  the  fifth  year  of  the  expanded  HCB  waiver,  some  7,782  persons 
will  be  served  with  medicaid  funding  in  community  settings; 
previously  most  individuals  receiving  community  services  were 
financed  with  state  dollars.  The  new  Massachusetts  waiver  is  the 
largest  per  capita  waiver  in  the  United  States. 

In  line  with  the  attainment  of  the  expanded  waiver,  DMR  this  past 
year  transferred  all  its  81  community  ICFs/MR  from  ICF/MR  funding 
to  waiver  funding.  The  transfer  permits  the  adoption  of  a  more 
community-focused  model  of  service  provision  and  more 
individualized  consumer-directed  supports.  The  transfer  also 
enables  federal  financial  participation  for  those  persons  who  have 
a  high  level  of  need  for  support  (especially  medical) ,  and  the  use 
of  state  dollars  for  people  who  are  more  independent. 

With  the  transfer  of  the  community  ICFs/MR  to  the  HCB  waiver,  the 
only  remaining  ICFs/MR  in  the  state  are  the  seven  large  facilities 
which  serve  some  2,300  of  the  total  21,000  people  with  mental 
retardation  who  are  in  some  way  supported  by  DMR.  The  agency  in 
Massachusetts  that  continues  to  have  the  authority  and 
responsibility  to  certify  facilities  to  participate  in  the  ICF/MR 
program  is  the  Mass.  Department  of  Public  Health,  which  conducts 
certification  surveys  and  independent  professional  reviews  on  an 
annual  or  more  frequent  basis  as  needed.  The  "active  treatment" 
ratings  for  the  seven  Massachusetts  facilities  ranged  from  92-100% 
in  1993. 

Announced  in  last  year's  report  was  the  December  31,  1992,  closing 
of  the  Belchertown  State  School,  the  first  Massachusetts 
institution  for  persons  with  mental  retardation  to  shut  its  doors. 
DMR's  Commissioner  Campbell  announced  in  a  letter  dated  September 
1,  1993,  that  there  were  a  number  of  "dividends"  resulting  from  the 
closing  of  the  facility.  Every  person  moved  into  four-person  or 
smaller  homes,  and  functional  staff  support  increased  from  1:6  in 
the  facility  to  1:2  in  the  community,  allowing  for  more 
individualized  attention.  The  Commissioner  also  reports  that 
nearly  $35M  was  transferred  from  the  state  school  budget  to  the 
budget  for  community  services,  primarily  in  the  western  and  central 
DMR  regions.  Twelve  four-bedroom  homes,  currently  valued  at  $3M, 
will  be  turned  over  to  a  western  Mass.  community  housing 
organization  after  25  years,  at  which  time  their  value  is  estimated 
to  be  some  $6M.  The  organization  representing  many  of  the 
plaintiffs  in  the  Belchertown  State  School  case,  however,  express 
serious  concern  in  their  publication,  Advocacy  Network  News,  that 
overall  cuts  in  the  Department's  budget  and  the  relative  weakness 
of  the  new  Governor's  Commission  on  MR  (compared  to  the  judge's 
active  presence)  will  mean  increasing  difficulty  in  monitoring 
services  and  ensuring  that  each  person's  individual  plan  is  carried 
out. 

Beyond  the  above  observations  on  major  developments,  it  is  complex 
to  respond  to  the  DD  Act's  request  for  comment  on  "the  Council's 
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response  to  significant  actions  taken  by  the  state  with  respect  to 
ICFs/MR  ..."  Our  comments  from  this  point  will  echo  those  of 
previous  years.  On  the  one  hand,  the  Council  has  not  been  a  key 
actor  in  the  lengthy  and  complex  drama  enacted  since  the  early 
1970s  and  (in  some  respects)  ending  in  May  1993;  this  drama  starred 
the  Commonwealth  as  defendant  (lead  player:  Department  of  Mental 
Retardation)  and  six  parent  organizations  as  plaintiffs.  Differing 
points  of  view  have  been  held  for  nearly  fifteen  years  by  the 
numerous  parties  to  the  six  mental  retardation  federal  court 
consent  decrees,  during  which  time  DD  Council  members  have 
generally  directed  Council  resources  elsewhere.  (The  defendant- 
plaintiff  differences  played  themselves  out  this  year  over  the 
selection  of  members  for  the  new  Governor's  Commission,  described 
above.)  Another  reason  for  the  Council's  relative  non- involvement 
is  the  fact  that  the  ICF/MR  program  as  designed  and  implemented  in 
Massachusetts  is  not  open  to  persons  whose  disability  does  not 
include  mental  retardation  (with  the  exception  of  some  longterm 
institutionalized  class  members  who,  it  was  later  realized  as 
assessments  became  more  sophisticated,  were  not  retarded)  .  A  third 
reason  has  been  the  large  number  of  active  participants,  overseers 
and  monitors  (DPH,  DMR,  plaintiffs,  and  until  recently  the  court 
and  OQA;  henceforth  the  new  MR  Commission) .  In  the  future,  it  is 
clear  that  the  ICF/MR  model  will  play  a  significantly  reduced  role 
in  terms  of  the  numbers  of  clients  it  serves,  and  as  a  percentage 
of  DMR's  and  Medicaid's  overall  expenditures. 

Despite  our  non- involvement  with  ICFs/MR  per  se,  the  Council  has 
consistently  been  an  actor  in  the  overall  public  policy  scene:  our 
stance  in  promoting  options  for  community  living  means  we  continue 
to  point  out  the  system-wide  inequities  resulting  from  the 
longstanding  domination  of  the  large  institutional  ICFs/MR,  which 
despite  the  relative  downsizing  vis-a-vis  the  rest  of  the  DMR 
system  continue  to  absorb  disproportionate  resources  while  serving 
a  dwindling  portion  of  DMR's  clientele.  The  Council's  1990 
report,  Creating  Open  Communities,  addressed  in  detail  in  Appendix 
6  the  matter  of  Massachusetts'  allocation  of  resources  in  its 
mental  retardation  system  in  the  mid  and  late  80s  and  early  90s. 
Any  reader  interested  in  this  topic  is  still  encouraged  to  read  the 
above  report,  and/or  the  DD  Council's  1989  annual  report,  which 
discussed  ICFs/MR  and  related  matters  in  some  detail;  many  of  those 
analyses  and  comments— notwithstanding  the  December  1992 
Belchertown  closure,  the  end  of  federal  court  oversight,  and  the 
conversion  away  from  community  ICFs — are  still  key  to  understanding 
the  current  political  and  fiscal  dynamics.  (Please  contact  the 
Council  office  for  copies.) 
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V.       THE   STATE   PICTURE   IN   1993 


In  this  section  of  our  annual  report,  we  describe  some  developments 
in  Massachusetts  that  were  not  directly  related  to  DD  Council 
activities  but  that  had  impact  on  the  lives  of  people  with 
developmental  and  other  severe  disabilities.  We  urge  the  reader 
interested  in  relevant  social  issues  also  to  consult  our  1994  DD 
state  plan,   Putting  the  Pieces  Together,   available  from  the  office. 


V .    A .      OVERALL   TRENDS 


Unfortunately  the  Commonwealth's  second  year  of  fiscal  stability 
continued  to  come  at  the  expense  of  the  politically  vulnerable 
poor,  who  continued  to  be  victims  of  major  reductions  in  the 
state's  public  welfare  program,  housing  rental  subsidies,  and  the 
number  of  child  care  "slots"  available  to  welfare  and  low-income 
parents.  Many  people  with  disabilities  are  poor,  and  rely  on  the 
traditional      "safety     net"      social     programs.  Both     the     state 

administration  and  the  legislature  share  responsibility  for  the 
decisions  made. 

We  quote  from  the  introduction  to  the  "Poor  People's  Budget, 
published  in  November  1993  by  the  Massachusetts  Human  Services 
Coalition: 

The  programs  which  have  the  most  direct  role  in  providing  the 
necessities  of  life  for  poor  people  were  subject  to  big  whacks  in 
the  last  three  years.  Housing  subsidies  and  homelessness  prevention 
programs  were  slashed,  state  fuel  assistance  was  essentially 
eliminated,  the  former  General  Relief  program  was  cut  almost  in 
half.  There  were  no  cost  of  living  increases  in  welfare  benefits, 
and  the  grant  slipped  further  below  the  federal  poverty  line.  One 
welcome  exception  in  the  necessities  category  was  food:  the  budget 
for  WIC  (the  Women,  Infants  and  Children  nutrition  program)  rose,  so 
that  now  85%  of  those  eligible  receive  assistance,  compared  to  50% 
when  Governor  Weld  started.  As  important  as  that  change  is,  it's 
important  to  keep  it  in  perspective.  The  Boston  Food  Bank  estimates 
that  even  if  a  family  on  AFDC  has  food  stamps,  WIC,  and  free  school 
lunches  and  breakfasts,  they  can  still  only  afford  less  than  two- 
thirds  of  an  average  family's  food  bill.  Losses  in  cash  assistance 
and  housing  programs  take  away   far  more  than  the  poor  will   receive 

in    WIC    gains Public    health    programs    have    seen    the    best 

treatment  during  the  Weld  years.  But  we  note  that  those  program 
expansions  were  generally  made  possible  by  funds  from  the  increase 
in  the  cigarette  excise  tax,   an  increase  that  Governor  Weld  opposed. 
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People  with  disabilities  also  rely  on  disability-specific  programs. 
Disability  advocates  felt  they  spent  much  of  a  second  year  in  a  row 
?rvinq  toY  protect  the  personal  care  attendant  program  from  the 
Medicaid  agency's  trimmings;  in  addition  they  expended 
considerable9  energy  trying  to  convince  both  the L^^f^.^lf^ 
governments  to  retain  the  right  of  persons  ^tt  ^^abilities  to 
continue  to  live  in  elder-focused  public  or  publicly-assisted 
housing. 


Connie  Panzarino  (left),  Marie  Trottier  and 
Cindy  Miller  share  the  platform  on  Boston's 
Disability  Pride  Day,  1990. 

(Photo  by  Marilyn  Humphries) 
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V.    B.       UNSERVED  AND   UNDERSERVED  GROUPS 


In  our  "1990  Report,"  Creating  Open  Communities,  we  identified  a 
number  of  groups  of  people  with  developmental  disabilities  that  are 
un-     or     under-served     by     publicly     supported     programs.  While 

circumstances  will  have  changed  for  a  limited  number  of 
individuals,  the  disability  populations'  overall  situations  remain 
substantially  as  they  were  three  years  ago,  though  the  numbers  of 
un-  and  under-served  are  larger  as  the  result  of  cuts  in  "generic" 
"safety  net"  social  programs  (as  referenced  in  the  section  above) . 
We  reproduce   our  charts  at  the  end  of  this   section. 


•  Persons  With  Chronic  Mental  Illness 

On  March  11,  1993,  the  Massachusetts  Supreme  Judicial  Court 
(SJC)  ruled  in  Williams  v.  Secretary  of  the  Executive  Office  of 
Human  Services .  414  Mass.  551  (1993)  that  the  state  has  no 
affirmative  obligation  under  the  federal  or  state  constitutions  to 
provide  treatment  for  persons  not  in  the  custodial  care  of  the 
state.  "Federal  Courts  [do  not]  recognize  a  due-process  right  to 
community  placement  of  the  mentally  ill  except  to  remedy  a  wrong 
during  custody."  (p. 565)  The  state  constitutional  claims  were  also 
denied  by  the  SJC  stating  that  the  Massachusetts  Constitution's 
Declaration  of  Rights  did  not  require  provision  of  post-discharge 
services  or  particular  residential  placements  and  that  such  a 
holding  would  place  an  enormous  and  unwarranted  extension  by  the 
judiciary  into  the  authority  of  the  Department  of  Mental  Health. 
Thus  the  state's  highest  court  has  made  it  clear  that  the  state  is 
under  no  obligation  to  provide  care  to  former  patients  at  state 
mental  health  facilities  once  90  days  have  passed  since  their  most 
recent  discharge.  It  is  expected  that  this  ruling  will  result  in 
more  homelessness  among  persons  with  chronic  mental  illness  who  no 
longer  meet  the  legal  commitment  standard  for  in-patient  hospital 
services,  but  are  still  seriously  in  need  of  residential  and  other 
supports . 

DMH  outpatients  in  late  December  protested  the  department's  recent 
decision  to  cut  back  on  providing  free  medication  to  mental 
patients  who  could  not  otherwise  afford  it. 

Until  the  cutback  began  [approx.  12/16/93],  uninsured  Massachusetts 
residents  who  were  considered  seriously  mentally  ill  could  get  free 
medication  at  state  mental  health  centers.  The  department  decided 
to  cut  back  on  the  program  as  part  of  the  Weld  administration's  move 
to  privatize  all  the  pharmacies  at  state  mental  hospitals  and 
centers.  Instead  of  having  medications  dispensed  by  the  state-run 
centers,  the  administration  awarded  the  contract  to  a  private 
company.  That  contract  includes  only  medications  for  inpatients, 
not  for  the  hundreds  of  seriously  ill  outpatients  who  were  receiving 
free  medications. 
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DMH  will  try  to  help  eligible  individuals  get  on  Medicaid  but 
acknowledges  that  some  will  not  qualify  because  they  have  "too  much 
in  savings."  Boston  Globe.  12/23/93,  p.  23. 


Persons  With  Mental  Retardation 


DMR  reports  —  as  it  has  for  the  past  two  years  —  that  its  total 
waiting  list  (for  both  un-  and  under-served)  is  over  3,000  people. 
The  figures  represent  persons  who  have  approached  DMR  with  a 
request  for  services,  and  have  gone  through  their  intake  procedure; 
this  year  the  figures  are  more  accurate  than  before,  given  the 
Department's  new  computer  network  capacity.  The  figures  do  not 
include  people  who've  not  made  the  formal  application,  nor  persons 
whose  developmental  disabilities  do  not  include  a  clear  diagnosis 
of  mental  retardation.  (DMR  makes  some  exceptions  for  persons  with 
autism.)  DMR's  waiting  lists  include  caregivers/households 
awaiting  respite  and  family  support  services,  as  well  as 
individuals  with  mental  retardation  awaiting  specific  day  and/or 
residential  programs  as  listed  below.  The  figures  in  parentheses 
are  a  subset  of  consumers  whose  primary  caregiver  is  over  60  years 
of  age;  a  modest  appropriation  in  the  1993  departmental  budget  was 
targeted  toward  this  population  for  the  first  time. 

Unserved  (report  dated  11/24/93) ;  statewide  figures: 

Consumers  awaiting  both  day  and  residential  services:    252  (85) 

Consumers  awaiting  (only)  residential  services:        1501  (638) 

Consumers  awaiting  (only)  day  services:                360  (110) 

Total  2113  (833) 

Under served  (report  dated  11/29/93) :  statewide  figures: 

Consumers  awaiting  both  day  and  residential  services:    158  (13) 

Consumers  awaiting  residential  services:               571  (112) 

Consumers  awaiting  day  services                       294  (19) 

Total  1023  (144) 

Each  year,  approximately  450  people  with  mental  retardation  who  are 
turning  22  and  graduating  out  of  locally  funded  chapter  766  special 
education  programs  are  referred  to  the  Department  of  Mental 
Retardation  (DMR)  for  transition  services  into  the  adult  service 
system.  Funding  constraints  since  the  inception  of  this  program  in 
the  mid-80 's  have  resulted  in  long  Turning  22  waiting  lists:  in 
November  1993,  DMR  reported  1052  unserved,  and  274  underserved,  in 
this  age  group. 

DMR's  situation  is  made  harder  due  to  a  $14  million  dollar  deficit 
in  fiscal  1994,  caused  largely  by  increases  in  state  employees' 
salaries  which  DMR  and  other  agencies  had  to  pick  up  in  their  own 
budgets.   The  Governor  requested  a  $2.9  M  supplemental  budget,  to 
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be  roughly  divided  between  Turning  22  and  the  other  community 
services,  in  the  fall/winter  of  1993;  the  House  however  was  less 
supportive,  and  its  fate  is  still  uncertain  as  of  this  update 
(12/22/93) .  DMR's  Commissioner  Campbell  has  stated  publicly  that 
he  fears  he  may  need  to  advise  some  families  that  their  young  adult 
whom  DMR  has  continued  to  fund  in  a  private  school  setting  (having 
"inherited"  the  client  in  a  special  education  placement  by  a  school 
system)  can  no  longer  be  funded  by  DMR. 

•    Housing  for  Persons  with  Cognitive  Disabilities 


The  Mass.  D.D.  Council  has  been  the  only  group  advocating  for 
access  to  public  housing  for  persons  with  cognitive  disabilities. 
Our  advocacy  has  included  cross-disability  coalition-building  as 
well  as  singular  efforts  to  make  the  programs  of  the  Mass. 
Executive  Office  of  Communities  &  Development  (EOCD)  and  the  U.S. 
Dept.  of  Housing  and  Urban  Development  (HUD)  responsive  to  the 
needs  of  this  group.  (See  II. B. #2,  above.)  Persons  with  cognitive 
and  emotional  disabilities,  as  well  as  growing  numbers  of  families 
with  minor  children  and  working  adults,  are  numbered  among  the 
homeless  population. 

•    Persons  abused 

Reports  of  abuse  of  adults  with  disabilities  continued  to  rise  in 
1993;  as  the  result  of  publicity  in  1992-93  in  the  Boston 
newspapers  there  are  significantly  more  resources  available  now  for 
independent  investigations  via  the  Disabled  Persons  Protection 
Commission.  Approximately  40%  of  all  cases  reported  to  DPPC  are 
"substantiated,"  i.e.,  it  appears  that  some  abuse  or  neglect  of  the 
adult  with  a  disability  has  indeed  occurred. 


•  Minorities 

Minority  populations  are  generally  un-  or  under-served,  or  —  in 
some  instances  —  offered  services  which  are  not  culturally 
appropriate.  Kindly  see  our  discussion  of  these  issues  in  the  1994 
DD  State  Plan,  pp.  102-104. 

•  Persons  with  low-incidence  disorders 


Low  incidence  populations  are  frequently  un-  or  under-served,  for 
a  variety  of  reasons,  including  public  and  professional  ignorance 
regarding  the  disease  or  disability.  Our  1992-93  publication 
entitled  Low-Incidence  Disabilities  describes  a  number  of  such 
disabilities  and  the  groups  which  represent  them.  Kindly  contact 
the  Administering  Agency  for  a  copy:   617/727-4178. 
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•  Persons  who  are  minors  or  adults  with  cognitive  disabilities,  and  living 

with     parents     or    other    family    caregivers,     who    need     personal    care 
attendant  services  through  medicaid 

The  situation  changed  little  in  1993:  Medicaid-eligible  individuals 
in  these  categories  argue  that  they  have  medical  needs  for  personal 
care  attendants;  Medicaid  continues  to  take  the  position  that 
existing  caregivers  in  the  home  can  and  should  provide  the  service. 
Generally,  the  adult  with  a  physical  disability  living 
independently  will  be  found  eligible  for  the  service,  whereas  a 
child  or  teen  in  a  family  or  an  adult  with  a  cognitive  disability 
living  with  a  caregiver  is  turned  down.  Given  the  undue  stress  and 
burden  that  such  an  interpretation  puts  on  parents/siblings/spouses 
and  other  caregivers,  we  include  people  desiring  but  not  receiving 
PCAs   in  the  under-served  category. 


RippuZ 
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WHO'S  OFTEN  UNSERVED? 
(left  out) 


O     c- 
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Comments 


•  Persons  neecmg  outpatient  mental  health 
services  who  are  not  "chronically  men- 
tally ill" 


•  Deaf  persons  needing  outpatient  mental 
health  services 

•  Persons  wanting  accurate,  personalized 
information  and  referral 


•  Persons  wanting  interagency  case  manage- 
ment/service planning 

•  Persons  needing  legal  assistance  with  dis- 
ability or  benefits  related  problem 

•  Persons  needing  guardianship  or  other 
legal-protective  service  but  without  family 
member/friend  to  provide  service 

•  Persons  turned  down  by  DMR  as  "not 
retarded  enough"  and/or  by  DMH  as  "not 
Ml  enough."  and/or  by  ILC  as  "not  capable 
of  self-direction" 

•  People  with  "hard  to  manage"  behaviors  of 
whatever  origin  (Ml.  HI.  autism.  Alzheimer's) 


•  People  awaiting  drug  and  alcohol  addiction 
treatment 


•  People  in  need  of  interpreters  for  ASL  or 
other  languages 

•  People  without  homes 


•  Groups  who  traditionally  have  less  access 
and  service  from  the  public  sector,  e.g.: 
— minorities  in  general 
— immigrants/refugees  and  others  not 

fluent  in  English  and  from  different 

cultures 
— Native  Americans 
— Persons  in  rural  areas 


X 
X 


X 
X 


X 

(some- 
times) 


X 
(often) 


rarely 


rarely 


DMH's  focus  on  CMI  has 
detracted  from  commitment  to 
this  group:  6-7000  on  lists  and 
unserved. 

Fall  '89  cuts  hurt  80  persons. 


ICID  does  excellent  job  but  sys- 
tem overall  does  not  have  info, 
capacity. 

OFC  helps  some  kids,  and  Turn- 
ing 22  some  young  adults.  No 
agency  for  adults. 

DLC  and  legal  services  agencies 
help  many  out  overall  resources 
inadequate  to  meet  needs.     More 
demand  due  to  1992  housing  and 
welfare  cuts. 


Serious  overall  shortage  of  treat- 
ment programs.  Far  fewer  for 
women,  especially  pregnant 
women  and  those  with  children. 


6.000  homeless  people  in  state. 
Est'd40%  with  MH  or  substance 
abuse  problems.  Growing 
number  of  children. 

Discrimination,  poverty,  and 

inadequacy  of  specially  trainee 

professionals  all  mean  fewer 

resources  directed  to  these 

groups. 

Recent  DMH  cuts  hurt  ethnic 

minorities  very  badly. 


[continued  on  next   page] 
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WHY?     ^ 


^ 


WHO'S  OFTEN  UNSERVED? 
(left  out) 


o  .o 


.* 


•  Persons  with  low-incidence  disorders 


•  Persons  with  head  injuries 

•  Adults  with  physical  or  medical  disabilities 
who  need  housing  with  supports 

•  Children  in  need  of  Early  Intervention 


•  Children  born  to  drug-addicted  or  alcoholic 
parents 

•  Children  with  AIDS  or  HIV  infection 


•  Families  needing  medical  respite 

•  Families  needing  behaviorally  oriented 
respite 

•  Families  needing  respite 

•  People  turning  22  and  awaiting  adult 
services  (disabilities  include  deaf-blind, 
physical,  medical,  as  well  as  "regular"  MR 
and  MR  plus-other-disabilities) 

•  Persons  with  mental  retardation  on  DMR 
waiting  lists  (three  lists): 

•  community  services 

•  Turning  22  (with  DMR  as  lead  agency) 

•  respite  for  families  with  developmentally 
disabled  member 

•  Persons  on  numerous  MRC  waiting  lists 


X 
X 
X 


X 

X 

X 
X 

X 
X 


o     c- 


b 


.«> 


if 


Comments 


x 

(often) 


X 
X 


X 
(some) 

X 
(some) 


X 
X 

a  few 


X 
(some) 


X 
X 


a  few 


a  few 


Diagnosis  sometimes 
wrong  or  difficult. 

MRC  Statewide  Head  Injury  Prog. 
(SHIP)  is  "Lead  Agency". 


Fiscal  crunch  threatens  to 
remove  from  eligibility  those 
"environmentally  at  risk";  25.000 
now  eligible.  Serious  staff 
shortages. 


Nearly  all  are  or  will  become 
developmentally  disabled. 


Overall  wait  list  now  approaching 
1900,  per  Bureau  of  Transitional 
Planning  (EOHHS}. 

Total  Us  are  approaching  6000. 


Many  will  make  economic 
contributions  if  trained  and 
supported  for  work. 
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WHO'S  (SOMETIMES) 

INAPPROPRIATELY 

SERVED? 


WHY? 


Persons  with  disabilities  in  the  correc- 
tional system  (courts.  DYS.  OOC) 

Persons  with  disabilities  in  adult  nurs- 
ing homes  but  not  requiring  nursing 
home  level  of  care 


•  Persons  in  adult  nursing  homes  in 
need  of  "active  treatment," 

•  Young  adults  over  22  in  pediatric  nurs- 
ing homes 

•  Young  adults  over  22  in  public  health 
facilities  (e.g.  Mass.  Hospital  School) 

'  without  day  programs  or  community 
options 

•  Persons  with  mental  retardation  in 
large  Intermediate  Care  Facilities 
(OMR  state  schools)  who  do  not 
require  ICF  level  of  care 


•  Persons  in  Medicaid-financed  day 
habilitation  and  sheltered  workshop 
programs  who  are  capable  of  paid 
employment 

•  Students  in  private  residential  schools 
who  could  be  home  and  in  local 
schools  if  family  and  school  system 
had  supports  they  need 


Persons  with  severe  behavioral  prob- 
lems (e.g..  self-injurious,  dangerous  to 
self  or  others) 


Children  in  foster  care  needing  per- 
manent family  ties 

Persons  in  OMH  hospitals  selected  for 
community  living     . 

Pe/sons  with  mental  retardation  in 
OMH  hospitals  who  do  not  meet  men- 
tal health  commitment  standards 


Few  specialized  services; -shortage  ol 
slatl 

Slow  implementation  o(  OBRA-67  com- 
munity services  development  require- 
ments. Special  problem  for  disabled  per- 
sons who  arc  not  mentally  retarded  or 
mentally  ill  —  EOHS  has  not  assigned  an 
agency  for  planning  and  service 
development. 

Resource  and  planning  problems:  shor- 
tage of  qualified  staff. 

Planning  failure  —  population  identified 
since  late  70s  and  needs  well  known. 
Options  limited  by  inflexibilities  of 
Medicaid  to  pay  for  services  in  commu- 
nity which  it  does  cover  in  institutional 
settings. 

Delayed  implementation  of  consenl- 
decree-required  community  placements. 
In  some  cases,  family  opposition  to  com- 
munity placement  Overall  failure  to  plan 
beyond  "consent  decree  compliance" 
despite  community  living  potential  of 
many  residents. 

Need  more  aggressive  conversion  assist- 
ance for  facilities  and  job  development 
capacity  to  assist  individuals.  Need  more 
commitment  to  provide  all  needed  on- 
going job  supports  to  individuals. 

Power  of  private  schools  as  lobbyists. 
Fiscal  "encouragement"  to  Local  Educa- 
tion Authorities  for  residential  place- 
ments. Lack  of  clear  state  policy  to  sup- 
•port  children  and  families  in 
communities  and  neighborhood  schools. 

Some  are  exposed  to  aversive  treat- 
ments": others  are  inappropriately  in 
psychiatric  facilities.  Earlier  interven- 
tions and  supports  are  needed  to  fami- 
lies, schools,  and  community  providers. 

Lengthy  legal  delays  and  court  backlogs 
to  free  children  for  adoption. 

Group  homes  ready:  no  staff  available. 

Approximately  200  remain.  They  have 
been  identified  and  assessed  and  are 
awaiting  transfer  to  mental  retardation 
programs. 
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V.  C   RESOURCE  AND  FUNDING  PRIORITIES 


Section  II,  above,  describes  the  Council's  decisions  about  the 
use  of  its  resources.  Sections  IV  and  V  of  this  report  both  relate 
in  some  way  to  various  decisions  made  by  policymakers  in 
Massachusetts  as  to  the  allocation  of  other  (state)  resources  for 
persons  with  developmental  and  other  severe,  chronic  disabilities. 
Some  priorities  not  discussed  elsewhere  are  referenced  here. 

The  beneficiaries  of  new  resources  and  funding  in  1993  in 
Massachusetts  were  primarily  "local  education  reform"  and  state 
employees.  Education  reform  will  mean  that  additional  state  funds 
will  be  allocated  to  cities  and  towns  over  the  next  several  years 
to  improve  local  education.  However,  the  $171  million  devoted  to 
education  reform  in  the  state  fiscal  1994  budget  came  at  the 
expense  of  human  services  programs. 

State  employees,  who  had  been  without  a  raise  for  several 
years,  were  voted  by  the  legislature  a  13%  increase  divided  between 
1993  and  1994  state  budget  years.  State  managers  (who  were  not 
included  in  the  earlier  state  worker  package)  were  later  voted  a  5% 
raise  effective  10/1/93.  State  agencies  providing  or  purchasing 
services  had  to  find  the  funding  for  these  increases  in  already 
overstretched  budgets.  Significant  layoffs  in  many  agencies  did 
not  result  in  enough  savings  to  underwrite  the  higher  personnel 
costs,  because  in  some  cases  (e.g.  food  services  at  DMR 
institutions)  the  laid-off  state  workers  were  replaced  with 
privatized  contract  workers  who  were  paid  via  the  contacts  rather 
than  directly. 

Another  little-noticed  shift  in  the  use  of  public  resources  is 
the  capping  of  the  Commonhealth  Program.  This  program,  established 
in  1988  and  incorporated  in  the  state's  much-delayed  Universal 
Health  Care  law,  enables  working  adults  with  disabilities  and 
families  with  children  with  disabilities  to  purchase  affordable 
non-discriminatory  insurance  to  cover  their  health  care  needs.  In 
the  1994  state  budget,  however,  the  program  was  capped  at  3350  (it 
currently  has  about  3200  people  enrolled) . 

Within  DMR,  the  successful  efforts  to  obtain  an  expanded 
Medicaid  waiver  to  cover  costs  of  persons  served  in  community 
settings,  and  the  transfer  of  former  ICF/MR  programs  to  waiver- 
financed  programs,  represents  an  important  continuation  of  the  slow 
but  real  shift  of  public  dollars  from  supporting  large  facilities 
to  supporting  smaller  programs.  (See  IV.,  above.)  Another  DMR 
resource  shift  is  the  development  of  a  new,  integrated  "quality 
enhancement  process,"  described  in  V.D.,  below. 
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V •  D ,   POLICY  REFORM 


Key  developments  in  the  mental  retardation  field  included  the 
end  of  federal  court  oversight  of  the  Commonwealth's  implementation 
of  the  mental  retardation  consent  decrees  and  the  significant 
expansion  of  DMR's  Medicaid  Home  and  Community  Based  Waiver;  both 
are  discussed  in  IV.,  above.  Some  other  important  developments 
impacting  developmental  disabilities  are  summarized  below. 

•  DMR/DOE    COMMUNITY    RESIDENTIAL/EDUCATION    PILOT    PROJECT 

Approximately  two  years  ago,  an  agreement  was  made  between  the 
Departments  of  Mental  Retardation  and  Education,  and  the  Executive 
Office  for  Administration  and  Finance,  to  set  aside  $1.25  million 
from  the  DOE  "50/50"  Account  in  the  state  1993  fiscal  year  budget. 
(This  account  reimburses  public  school  systems  at  50%  for  special 
education  expenditures  for  children  in  502.6  placements,  i.e.,  in 
private  residential  schools.)  This  three-year  agreement  enables 
the  departments  to  bring  certain  adolescents  and  young  adults  out 
of  their  502.6  {expensive,  segregated}  placements  back  into  their 
home  communities,  and  provides  flexible  family  support  and/or 
community-based  residential  services  to  them  and  their  families. 
At  the  project's  inception,  DOE  staff  estimated  that  the  pilot 
would  serve  about  25  children  a  year.  In  addition,  if  there  were 
any  savings  from  the  Project,  the  money  would  be  used  to  "develop 
additional  community  based  services  for  children  and  their 
families. . .or  bring  additional  young  people  from  residential 
schools  into  the  pilot  project." 

Once  a  student  has  been  selected  as  appropriate  for  the  process  and 
the  family  has  indicated  its  interest,  the  special  education/ EOHHS 
team  writes  a  new  IEP  which  includes  supports  in  the  community. 
Additional  components  are  the  provision  of  technical  assistance 
from  Department  of  Education  and  Department  of  Mental  Retardation 
staff,  and  an  evaluation  of  the  process  and  outcomes. 

During  state  fiscal  year  1993,  the  Project  had  19  participants.  It 
helped  to  provide  community  supports  to  several  children  and 
families,  and  brought  back  two  individuals  out  of  placement  back  to 
their  own  communities.  As  of  July  1993,  planning  for  other  project 
participants  was  in  various  stages  of  progress,  since  the  process 
includes  developing  new  programs  and  new  networks  for  these 
children.  The  budget  for  state  fiscal  year  1994  sets  aside  $1.5  m. 
for  this  project,  and  legislation  will  be  filed  to  make  it 
permanent . 


•    DMR's  New  Quality  Enhancement  Process 

In  1993  DMR  created  and  piloted  a  significantly  expanded  and 
coordinated  approach  to  its  monitoring  endeavors  formerly  conducted 
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separately  as  quality  assurance,  licensing  and  human  rights.  The 
system  focuses  on  actual  outcomes  to  individuals  (rather  than  input 
or  process  per  se)  and  looks  at  quality  of  life  independent  of 
funding  streams  or  location  of  service.  The  major  tool  used  in  the 
quality  monitoring  is  the  QUEST  (=Quality  Enhancement  Survey  Tool) . 
DMR  will  conduct  annual  surveys  of  each  agency  with  which  it 
contracts,  sampling  1/3  of  all  individuals  being  served  by  that 
agency.  Target  date  for  implementation  is  1/1/94.  As  of  early 
December  1994,  the  department  is  also  discussing  with  private 
provider  agencies  DMR's  possibly  accepting  a  national  accreditation 
standard  and  service,  which  some  providers  already  undergo  for  the 
Mass.  Rehabilitation  Commission  or  their  own  internal  review. 


•    Medicaid  Managed  Care 

Two  parallel  systems  —  one  for  "regular"  health,  the  other  for  a 
separate  ("carved-out")  mental  health  and  substance  abuse  [MHSA] 
component  —  were  put  in  place  during  1992  and  early  1993  for  the 
majority  of  Medicaid-eligible  populations.  Recipients  with 
disabilities  were  enrolled  last,  during  the  summer  and  fall  of 
1993.  Experience  and  reactions  from  the  disability  community  have 
been  mixed  to  date,  especially  in  regards  to  the  MHSA  component. 
Where  care  is  better  "managed"  and  coordinated  on  an  individual's 
behalf,  clearly  there  is  benefit;  where  people  are  confused  by  the 
enrollment  procedures  (this  has  been  common) ,  and/or  where  new 
restrictions  on  the  providers  one  can  use  interfere  with 
longstanding  patient-provider  relationships  or  with  accessing 
specialists,  or  where  new  limits  are  imposed  on  the  kinds  and 
duration  of  treatments  offered,  there  is  detriment.  The  process  is 
being  closely  monitored,  and  frequently  improved,  by  ongoing  input 
from  disability  advocates,  as  well  as  by  an  independent  evaluation 
by  the  Heller  School  at  Brandeis  University. 


•    Medicaid  Agency  Changes  Name  &  Status  within  State  Government 

The  Medicaid  and  Commonhealth  programs,  previously  located  within 
the  Department  of  Public  Welfare,  were  transferred  in  the  1994 
state  budget,  effective  7/1/93,  to  a  newly-created  Division  of 
Medical  Assistance  (DMA) ,  located  within  the  Executive  Office  of 
Health  and  Human  Services.  The  transfer  gives  more  authority  to 
Medicaid,  which  has  become  the  largest  single  program  in  state 
government,  with  an  annual  budget  of  over  $3  billion.  There  is  a 
one-year  transition  period  to  allow  for  an  orderly  transfer  of 
employees  and  functions;  there  is  no  direct  effect  on  any  Medicaid 
or  Commonhealth  recipients,  nor  any  change  in  eligibility 
requirements,  procedures  or  benefits. 

The  welfare  department  continues  to  administer  the  Emergency  Aid  to 
the  Elderly,  Disabled  and  Children  program  (the  successor  to  the 
former  General  Relief)  and  all  other  financial  assistance  programs 
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(e.g.   Aid   to   Families   with   Dependent   Children,   Emergency 
Assistance,  Food  Stamps,  and  Refugee  Resettlement) . 


•    Interagency  initiatives 

The  Council  staff  members  track  major  interagency  initiatives 
relating  to  persons  with  developmental  disabilities,  and  many  are 
referenced  in  this  report.  The  reader  is  also  referred  to  the  1993 
DD  State  Plan,  Appendix  5,  for  a  list  of  such  initiatives;  when 
requesting  this,  ask  also  for  the  1994  update,  which  can  be  printed 
out  from  the  office's  computer  system. 
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V*  E,   ADVOCACY 


ADA  Training  in  State  Government 


Title  II  of  the  Americans  with  Disabilities  Act  prohibits  state  and 
local  governments  from  discriminating  on  the  basis  of  handicap. 
The  Massachusetts  Office  on  Disability  (MOD)  is  the  lead  agency  on 
the  implementation  of  the  ADA  in  state  government.  MOD  in  1992 
convened  an  ADA  Working  Group  comprised  of  the  Mass.  Rehabilitation 
Commission,  Department  of  Mental  Health,  Department  of  Mental 
Retardation,  Mass.  Commission  for  the  Blind,  Mass.  Commission  for 
the  Deaf  and  Hard  of  Hearing,  Mass.  Developmental  Disabilities 
Council,  Department  of  Personnel  Administration,  and  Mass. 
Commission  Against  Discrimination. 

From  fall  1992  through  spring  1993,  MOD  with  its  working  group 
prepared  and  directed  a  series  of  ADA  training  sessions  for  state 
agency  ADA  coordinators,  including  one  on  hidden  disabilities 
coordinated  by  the  MDDC  staff  and  featuring  several  members, 
focusing  on  autism,  epilepsy,  head  injury,  learning  disabilities, 
and  Tourette's  syndrome. 

In  addition,  the  Executive  Office  of  Health  and  Human  Services  held 
a  series  of  trainings  for  ADA  coordinators  from  its  own  agencies. 
EOHHS  also  developed  an  ADA  survey  which  it  mailed  to  all  its 
current  contractors  and  which  will  be  included  in  all  future  RFPs; 
and  it  provided  ADA  trainings  for  all  its  contract  providers.  MDDC 
staff  gave  input  into  the  survey  process  and  commented  on  both  the 
survey  results  and  the  provider  trainings. 

Another  development  in  1993  was  the  formation  of  a  Department  of 
Personnel  Administration  ADA  Task  Force  which,  with  the  active 
involvement  of  an  MDDC  staff  planner,  has  reviewed  all  state 
personnel  and  civil  service  practices  and  made  recommendations 
concerning  compliance  with  the  ADA.  This  is  discussed  in  more 
detail  under  Objective  #2,  above. 

Other  Council  contributions  to  ADA  training  and  implementation: 

*  The  Mass.  Homeless  Shelter  Providers  Assn.  received  a  small  DD 
grant  to  conduct  a  training  conference  on  ADA  compliance  for 
homeless  shelters.  An  ad  hoc  group  consisting  of  homeless  shelter 
providers,  people  with  disabilities  and  advocates  including  MDDC 
staff,  developed  a  modified  accessibility  survey. 

*  At  the  October  1992  MDDC  meeting  three  members,  including  one 
who  had  been  sponsored  by  the  Council  to  attend  the  national  DREDF 
ADA  training,  presented  a  day-long  training  session  on  the  ADA  to 
Council  members,  at  which  Cape  Cod  area  advocates  joined  us. 
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Grassroots  Advice  to  the  Governor 


In  February  1993  Governor  Weld,  at  a  special  disability  event  which 
featured  the  swearing  in  of  Speed  Davis  as  director  of  the  Mass. 
Office  on  Disability,  signed  an  executive  order  creating  a  senior 
advisory  council  to  provide  a  direct  link  between  the  governor  and 
the  grassroots  disability  community.  Disability  advocates, 
including  several  MDDC  members  and  staff,  and  MOD  had  for  several 
years  worked  towards  such  a  body,  which  is  charged  with  taking  a 
cross-disability,  comprehensive  look  at  issues  impacting  persons 
with  disabilties  in  Massachusetts  and  the  role  of  state  government 
in  helping  address  them.  Governor  Weld  also  issued  a  second  order 
charging  the  senior  managers  of  state  disability  agencies  to 
mutually  examine  ways  for  better  coordination  and  meeting  mutual 
management  and  information  needs. 

Volunteers  worked  with  MOD  first  to  solicit  "applications"  from 
persons  with  disabilities  interested  in  serving  on  the  advisory 
council,  then  to  narrow  the  list  of  200  interested  persons  to  50 
who  would  be  considered  by  MOD  for  referral  to  the  Governor's 
appointments  staff.  No  appointments  have  been  made  as  of  December 
1993;  neither  has  the  inter-agency  coordinating  council  convened. 
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•  The  Arc's  Campaign  to  Direct  HCB  Waiver  Revenues  to  DMR 

Over  the  next  three  and  one-half  years,  Massachusetts  is  eligible 
to  receive  up  to  $177  million  from  the  federal  government  as  the 
result  of  the  latter 's  approval  of  a  significantly-expanded  Home 
and  Community  Based  (HCB)  Medicaid  waiver  for  DMR  clients.  This, 
the  largest  per  capita  HCB  waiver  in  the  United  States,  allows  the 
state  to  bill  the  federal  government  for  one-half  the  cost  of 
numerous  individual  and  family  services  for  persons  in  the 
community.  (Without  such  a  waiver,  federal  financial  participation 
is  available  only  for  costs  of  institutional  services.) 

Where  do  the  additional  federal  revenues  now  go?  Into  the  state's 
General  Fund,  to  be  appropriated  as  the  Legislature  sees  fit. 
Given  DMR's  long  waiting  list  and  alarming  operating  deficit,  the 
Arc  in  the  fall  of  1993  began  a  campaign  to  convince  the  Governor 
and  the  Legislature  to  allocate  the  federal  reimbursements  to  DMR, 
to  serve  persons  presently  unserved  and  on  waiting  lists.  DMR's 
Statewide  Advisory  Council  also  voted  on  12/17/93  to  urge  the 
Governor  to  put  new  FFP  revenues  into  his  January  budget  submission 
for  DMR  in  1995. 

•  Growth  of  the  Statewide  Independent  Living  Council 

The  reauthorization  of  the  Rehabilitation  Act  in  1992  mandated  a 
more  consumer-responsive  vocational  rehabilitation  system.  In 
response,  the  Massachusetts  Statewide  Independent  Living  Council 
(SILC)  rewrote  its  bylaws  to  increase  the  input  and  control  of 
consumers  and  their  families.  This  has  resulted  in  a  substantial 
majority  of  consumers  and  family  members  in  the  SILC  membership,  a 
reduced  number  of  professional  and  state  agency  representatives 
(the  latter  all  now  ex  officio)  ,  a  more  comprehensive  system  of 
reasonable  accommodation  for  members,  and  an  expansion  of  efforts 
for  multi-cultural  diversity. 

For  the  first  time,  the  SILC  held  public  hearings  throughout  the 
state  to  gather  consumer  input  into  the  development  of  its 
Independent  Living  Plan.  The  Mass.  Rehabilitation  Commission  (MRC) 
and  the  Commission  for  the  Blind  also  held  hearings  to  solicit 
input  for  their  strategic  plans,  reversing  earlier  years'  practice 
when  both  commissions  sought  comments  only  after  preparing  their 
plans.  MRC  has  also  conducted  several  focus  groups  of  consumers, 
advocates  and  providers  both  to  evaluate  current  practices  and  to 
give  a  consumer-oriented  direction  to  the  Commission's  future 
development. 


For  more  information  about  the  Massachusetts  Developmental  Disabilities  Council 
or  the  Administering  Agency  for  DD ,  kindly  contact  the  Council  office  at  (617) 
727-6374;  the  AADD  at  (617)  727-4178;  or  either  program  via  TDD  at  (617)  727- 
1885,    or  via  FAX  at    (617)    727-1174. 
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Massachusetts  Developmental  Disabilities  Council  MEMBERS 

December  1993 


Jane  Ambash 
Steve  Bachner 
Lucie  Chansky 
John  Chappell, 
Sheryl  Cole 
Speed  Davis 
Mark  Denning 
Michael  Dorsey 
Sherry  Dottin 
Grayson  Emery 
Mary  Beth  Fafard 
Florence  Finkel 
Diane  Flanders 
Patricia  Freedman 
Francis  Galligan 
James  Gleason 
Barbara  Gopen 
Inta  Hall 
Lynda  Hoffman 
Yoang  Hoon  Jung 
William  Kiernan 
Rosemary  Larking 
Jean  Moltenbrey 
Carmel  Nason 
Priscilla  Osborne 
Rogera  Robinson 
Edith  Schneider 
Gerald  Scott 
Howard  Shane 
Ruth  Berniss  Smith 
Robert  Sneirson 
Vivienne  Thomson 
Jean  Tsokanis 
Janet  Vohs 
Howard  Wayne 
Suzanne  Welch 


Jr.   Mass.  Rehabilitation  Comm, 


Office  on  Disability 


Department  of  Education 

Medicaid 

Disability  Law  Center  (P&A) 

Shriver  Center  (UAP) 
Vice-Chair 


Ex.  Off.  of  Elder  Affairs 


Children's  Hospital  DEC  (UAP) 


Secretary 


Chairperson 


Appointment 

Term 

Date 

Exoires 

10/26/93 

10/94 

10/18/91 

10/94 

10/18/91 

10/94 

02/18/93 

10/93 

02/24/93 

10/94 

02/24/93 

10/93 

10/18/91 

10/94 

10/18/91 

10/94 

10/18/91 

10/94 

10/18/91 

10/94 

01/18/93 

10/93 

02/18/93 

10/94 

10/18/91 

10/92 

10/18/91 

10/94 

10/18/91 

10/94 

10/18/91 

10/94 

06/24/91 

06/94 

10/18/91 

10/94 

10/18/91 

10/94 

06/19/90 

10/94 

10/18/91 

10/94 

10/18/91 

10/94 

02/18/93 

10/93 

10/18/91 

10/94 

10/18/91 

10/94 

10/18/91 

10/94 

10/18/91 

10/94 

02/18/93 

10/95 

10/18/91 

10/94 

10/18/91 

10/94 

10/18/91 

10/94 

10/18/91 

10/94 

10/18/91 

10/94 

10/18/91 

10/94 

11/05/93 

10/94 

08/13/93 

10/94 

STAFF 


Council 


Jo  Bower,  Planner 
Barbara  Chandler,  Planner 
Peggy  Freedman,  Planner 
Herb  Moshkovitz,  Adm.  Asst. 
Mary  Mullen-Miele,  Adm.  Sec. 
Deirdre  Whelan,  Legal  Counsel 
Jody  Williams,  Executive  Director 


Administering  Agency 

Daniel  Shannon,  Director 
Evelyn  DiMaiti,  Grants  Manager 
Liz  Fancher,  Program  Coordinator 
Harold  Lieberman,  Adm.  Asst. 


Representatives  of  state  agencies  whose  terms  have  expired,  but  are  expected  to  be 
reappointed. 
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